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“Home is a place you grow up wanting to leave and 
grow old wanting to get back to” 
 
John Ed Pearce 
 III 
 
Hestia: Greek goddess of home, hearth and family 
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ABSTRACT 
 
The research presented in this thesis aims to explore the role of the home 
environment in dementia care and support, drawing on two complementary 
approaches. The thesis consists of three papers to offer evidence of the various 
environmental aspects and strategies that explore environmental aspects in living 
with dementia at home. The first approach and paper presents a systematic review 
of international qualitative studies exploring people’s experiences and perceptions 
on the role of the home environment, environmental home elements and strategies. 
The second approach involved conducting in-depth walking interviews with thirteen 
co-resident carers. The interviews were analysed thematically and are presented in 
two papers reporting on (a) the subjective and (b) the objective impact of their 
home environment. Exploring both subjective and objective aspects provided a 
holistic way to synthesise the literature and understand participants’ experiences of 
their home environment. The main findings offer evidence on potential 
environmental barriers and facilitators and a number of important architectural and 
design aspects that need to be taken into consideration to support community 
dementia care. There is no universal solution in addressing dementia care. Family 
carers implemented a plethora of strategies and often adapted their home through 
trial and error. Barriers to implementing adaptations were around the carers’ 
scepticism about the use and need of environmental interventions, mistrust towards 
practitioners, financial difficulties, timing and property restrictions. The present 
study highlighted the need for educating carers on the dementia trajectory and 
available environmental strategies. The findings offer guidance to professionals in 
many areas (health and social care, architecture, interior design, policy making) and 
 V 
 
bring more light into areas that require further research. New strategies support 
carers in their own homes and design future housing solutions are needed. The 
walking interviews were helpful as the main data collection method in order to 
understand the interplay between the family carers and their home situation. It was 
also useful to draw upon a number of theories in order to interpret and refine the 
findings. Future research and services should be directed to enhance dementia and 
caring friendly home environments. 
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Chapter 1 - General Introduction 
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1.1 Becoming a dementia researcher 
The ways dementia can affect people’s lives were unknown to me until 
2008, when I started working in a dementia assessment unit. I had heard of the term 
‘dementia’ during my years as a Psychology student and, presumably as for many 
other people, I considered it a physical illness associated with old age. Having 
moved into a research associate position in 2010, I interviewed a carer of a person 
with dementia as a part of a community led project in Portsmouth. That interview 
and the amount of emotion that the carer shared, stayed with me. I realised straight 
away that there was still a lot that I did not know about dementia and the ways it 
can affect people in the community, even though I had worked as front line support 
staff. I also realised the great impact dementia can have on family carer(s) and how 
little I knew about living with dementia at home. Soon after, I was successful in 
obtaining a three-year studentship from the Faculty of Science (University of 
Portsmouth) to develop a research project in the area of health and social care 
environments and ageing.  I remembered that interview with the carer and realised 
that I would like to become a dementia researcher and investigate ways to support 
family carers at home.  
Since I started this studentship in 2012, dementia has been gradually gaining 
ground in political and research agendas. In the first year of registering in this 
programme, the World Health Organisation highlighted dementia as a top public 
health priority (WHO, 2012). The same year the National Dementia Challenge 
began in England and many countries (including England) have now drafted a 
national dementia strategy and an agreed research strategy (Department of Health, 
2015). Moreover, there is a consistent push to policy makers to support people 
ageing in place. The Centre for Disease Control and Prevention (2017) defines 
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ageing in place as “the ability to live in one’s own home and community safely, 
independently, and comfortably, regardless of age, income, or ability level”. 
However, with this policy trend to support people to remain at home, more and 
more burden (emotional, financial, etc) is placed upon families and other informal 
carers. From 2014, with the new Care Act in power, family carers are now 
recognised in the law in the same way as those they care for. Carers have the right 
to be assessed for their needs and if eligible to receive a support plan. 
 
1.2 Dementia and environment(s) 
Investigating the environment as a health intervention was also a relatively 
new concept for me. A year prior to commencing this research programme, I was a 
researcher in a pilot trial that tested an environmental intervention in hospitals, 
which was my first exposure to this research domain. The study investigated 
whether a type of shock-absorbing flooring could prevent injurious falls in elderly 
wards. When I started my PhD I decided to focus on the family carers’ home 
environment. Typically, when thinking of the home environment, one would not 
necessarily consider it as a health intervention. However, in dementia care the 
environment becomes crucial, as people become gradually dependent on their 
environment to make sense of the world and maintain independence (Gitlin, 
Liebman, & Winter, 2003; Keady et al., 2013; Pierce, Cahill, Grey, & Dyer, 2015; 
Zgola, 1990). People with dementia are in need of familiarity, predictability and 
constancy in their environment. Recently, the suitability of appropriate housing in 
dementia care was highlighted as a key dimension of wellbeing by the National 
Institute for Health and Care Excellence (Prince, Prina, & Guerchet, 2013) and in 
the Care Act 2014 in England. Partnership initiatives, such as the Alzheimer’s 
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Society UK and James Lind Alliance, emphasise the need for dementia-effective 
designs and enabling environments for people with dementia and their carers to 
remain in the community for longer (Kelly et al., 2015).  
When drafting my research proposal, defining the ‘home environment’ 
turned out to be a challenge. In this thesis I use the term home environment to refer 
to both objective (physical) aspects of housing and the subjective (meanings) 
aspects of home. In respect to the first domain, I adopted the approaches by Drahota 
et al. (2012) and van Hoof & Kort (2009) to refer to internal home aspects that can 
be seen, touched, smelled or heard, which cover the architectural and interior 
elements, including the home’s ambient qualities, such as thermal, visual, olfactory, 
tactile, acoustic aspects and indoor air. Moreover, apart from a physical unit, home 
is also an existential space with ‘soft’ (meaningful) dimensions that need to be 
explored (Gitlin & Corcoran, 2000; Haak, Kylen, Ekström, & Schmidt, 2015; 
Moore, 2000; Nygren et al., 2007; Oswald et al., 2007; Shaw, 2004). Thus the 
personal and cultural dimensions of home could not have been omitted from this 
research examination. Traditionally, research has solely focused on the objective 
aspects, which is arguably a reductive and short-sighted examination (Hayward, 
1977; Mallett, 2004; Rubinstein, 1989; Shaw, 2004). Other aspects of the home 
environment, such as the social environment and outside space (e.g. garden), albeit 
very important, are not included in my examination. 
 
1.3 Research approaches and overview of the thesis 
In this thesis, I argue that the home environment is very important for both 
the person with dementia and their family carer. Through a combination of three 
papers I provide evidence to suggest strongly that several aspects of the 
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environment, as well as environmental strategies, can have a great impact on the 
person with dementia and their family carer. By addressing both objective and 
subjective parameters of the home environment this thesis illuminates potential 
barriers and facilitators and examples of useful environmental strategies that can 
support living well with dementia at home.  
Because I was interested in understanding the participants’ experiences, 
using qualitative methodology was a natural choice. Naturalistic and qualitative 
methodology is considered appropriate in this type of enquiry to explore individual 
meanings (Malterud, 2001). This research programme follows a phenomenological 
approach, in the sense that it tries to understand human reality through the eyes of 
the participants and examine what meaning it has for them (Bryman, 2012). 
Although, primarily inductive, this research programme followed an integrated 
approach as it combines the domains of environmental gerontology, public health 
and social care, housing and technology, and thus was informed by existing theories 
in these domains, which are explained in each chapter.  
This thesis is written in continental style, which involves a series of three 
papers presented independently in three chapters. The overview of the thesis and the 
two qualitative approaches followed are presented in Figure 1.1. The first paper 
(chapter two) is a systematic review of international qualitative studies that presents 
evidence on the role of the home environment and potential barriers and facilitators. 
It specifically explores (a) the general experiences of people with dementia and 
carers at home, (b) the enabling and constraining characteristics of the home, and 
(c) environmental strategies used in dementia care.  
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Figure 1.1. Thesis Structure And Research Approaches 
 
The second approach is a primary qualitative study which I undertook with 
13 co-resident carers using of in-depth semi-structured walking home interviews to 
explore (a) the experiences of family carers living with and caring for their relatives 
at home and (b) how their physical home environment impacts on their role and 
quality of life. Through visiting local carers’ support groups (Alzheimer’s Society, 
Care UK, and local community groups), I managed to recruit a convenient sample 
of 13 family carers from different areas around the wider area of Portsmouth (UK). 
Because the focus of my interviews was to elicit environment-specific data, 
I decided to use walking interviews, which are a type of in-depth mobile 
interviewing conducted while the researcher accompanies the participants on 
familiar routes. I was asking the family carers to express their views about the 
impact of their home space, and share examples of their daily routine within the 
context of the space they were referring to and while interacting with it (Carpiano, 
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2009; Evans & Jones, 2011; Jones, Bunce, Evans, Gibbs, & Hein, 2008; Van 
Cauwenberg et al., 2012). Walking interviews, also known as “walk-along” 
interviews and “go-along” interviews, are traditionally used in geographical, urban 
planning, sociology and environmental research. In comparison with the traditional 
sedentary (or static) interviews, walking interviews can encourage detailed, context-
sensitive environmental information and perceptions of and spatial practices in the 
physical environment (Van Cauwenberg et al., 2012), may produce richer 
narratives, shed light on participants’ connections with environment features (Evans 
& Jones, 2011), how the physical environment impact on people’s health and well-
being (Carpiano, 2009). It is easier for the participants to verbalise their views and 
discuss about meanings and connections with the study area, while they are ‘in 
place’, and thus avoid giving the ‘right’ answer. This method permits the 
interviewees to share what they want with the researcher rather than giving the 
answer that they think the researcher expects (Orne, 1971). Because the surrounding 
space acts as a prompt, the interviewees talk about the environment spontaneously, 
without the need to prompt them or use prompting aids, such as photographs and 
objects (Evans & Jones, 2011; Jones et al., 2008). Moving around in different 
rooms, provides a context for further discussion about locations, practices and 
strategies and participants have the opportunity to share in greater details their 
issues concerning their environment. 
Another advantage of the walking interviews is that not only was I obtaining 
verbal information about how family carers perceived and valued their domestic 
space, but also I was able to observe the home space and the participants in their 
natural setting. This three-way interaction (researcher, participant, environment), 
can enable the participants to elicit more discussion and questioning of their 
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surroundings and also helps new themes to emerge that would not emerge from the 
traditional static interviews (Clark & Emmel, 2010; Evans & Jones, 2011; Van 
Cauwenberg et al., 2012). What is more, walking interviews are considered a more 
inclusive and empowering form of interviewing as it gives more ‘power’ to the 
interviewee during the process (Carpiano, 2009; Jones et al., 2008; Van 
Cauwenberg et al., 2012). The participants were asked to lead the way providing the 
opportunity to be more involved and promote a more egalitarian approach. 
Although less structured, this participant-led type of walking interviewing brought 
more empowerment to the participants. Given the familiarity and immediacy with 
the study area (home), the interviewees (carers) had greater control, led the route 
and were encouraged to show (as opposed to describe) their home surroundings, 
their preferences, difficulties, or particular problems in caring for their relative at 
home. Finally, I wished to identify and highlight contradictions in the participants’ 
records, as it has been used in previous studies (Carpiano, 2009; Clark & Emmel, 
2010). Carpiano (2009) calls this method ‘a beneficial hybrid method for studying 
place and health’ (p. 265). The walking interviews helped me to understand not 
only how the participants were thinking about their home environment and its 
meaning but also to understand the actual interactions between them and their own 
unique home situation. 
In order to encapsulate the richness and depth of the carers’ views, the data 
from these interviews are presented in two papers (chapters 3 and 4). This was 
regarded necessary in order to present and discuss the findings in more detail. The 
intention was not to imply a ‘dualism’ between these two aspects of home. The first 
paper (chapter three) explores the personal meanings, values, concerns, and 
aspirations of home for family carers of people with dementia. Given the 
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importance of the home environment and its deep existential significance, this paper 
presents how carers experience their home and its impact in order to understand 
useful (or not) physical aspects of their home and interventions and how they may 
impact on their daily care provision. The main two themes are presented and 
discussed in relation to previous studies with implications for professionals and 
future research. 
The final paper (chapter four) explores the physical aspects of home to 
identify potential barriers and facilitators at home. It deals with the carers’ 
perceptions around the physical aspects of the home environment, environmental 
strategies used, and their usefulness. The main three themes are presented and 
discussed followed by future recommendations. 
The fifth and final chapter summarises the important findings of each study. 
Then it goes on to present the reflections on the usefulness of the walking 
interviews as a method to understand the interplay between the family carers and 
their home situation. Three theoretical approaches (the ecological model of ageing, 
the place-identity theory and the meaning of home theory) are also presented and 
critically discussed. Finally, future implications, limitations and methodological 
considerations are also presented.  
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Chapter 2 - The Role of the Home Environment in Dementia Care And 
Support: Systematic Review of Qualitative Research 
 
                    For the published version of this chapter see Appendix A  
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2.1 Abstract 
 
Background: The domestic home is the preferred site for care provision for people 
with dementia and their families, therefore creating a dementia and caring friendly 
home environment is crucial. This systematic review synthesised qualitative studies 
to explore the role of the home environment and identify potential barriers and 
facilitators in home dementia care and support to inform future practice and 
research.  
Methods: A systematic search of 12 databases identified international qualitative 
literature on perceptions and experiences of community-dwelling people with 
dementia, family and formal carers regarding the role of the home environment and 
ways to tackle daily challenges.  
Results: Forty qualitative studies were included and analysed using thematic 
synthesis. The main three themes were: “home as a paradox”, “there is no magic 
formula”, and “adapting the physical space, objects and behaviour”. The findings 
indicate that home is an important setting and is likely to change significantly 
responding to the changing nature of dementia. Themes were later validated by 
family carers of people with dementia. 
Conclusions: The home environment is an important setting for care and needs to 
remain flexible to accommodate changes and challenges. Family carers and people 
with dementia implement, and often improvise, various environmental strategies. 
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2.2 Introduction 
The rapid growth of the elderly population has increased the number of 
people who are diagnosed with dementia, with over 46 million people globally 
living with dementia (Prince et al., 2015) and over 850,000 people in the UK 
(Alzheimer’s Society, 2014). The financial cost for dementia care per year is 
estimated at around £26 billion with this number estimated to increase to £50 billion 
in the next 30 years, more than the costs for heart disease, stroke and cancer care 
put together (Alzheimer’s Society, 2014; Luengo-Fernandez, Leal, & Gray, 2010). 
The majority of people with dementia are cared for in their own home, 
making informal caregiving a significant proportion of dementia care provision 
(WHO, 2012). Research shows that the role of the family carer is crucial to the 
survival and quality of life of the person with dementia (Banerjee et al., 2003; 
Cooke et al., 2001). It is perhaps not surprising that carers are found to have 
significantly decreased quality of life compared to the general older population 
(Argimon, Limon, Vila, & Cabezas, 2004). One of the most challenging aspects for 
carers is dealing with the neuropsychiatric symptoms of dementia, such as agitation, 
wandering, restlessness, and apathy, and several reviews have examined non-
pharmacological interventions to support people with dementia and their carers 
(Brodaty, Green, & Koschera, 2003; Cooke et al., 2001; Moniz Cook et al., 2012; 
Parker, Mills, & Abbey, 2008; Pinquart & Sorensen, 2006; Torti, Gwyther, Reed, 
Friedman, & Schulman, 2004). Until a cure is found, it has been argued that 
examining the suitability of the home environment (e.g. size, layout) and 
manipulating the physical environment (e.g. adaptations) can play a significant role 
in the management of dementia and the quality of life of both the patient and carer 
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(Garcia, Kartolo, & Méthot-Curtis, 2012; Gitlin, Liebman, & Winter, 2003; 
Robinson et al., 2006; van Hoof, Kort, van Waarde, & Blom, 2010). 
Researching the home environment and ageing in place has increasingly 
become the focus of dementia care and is crucial for a number of reasons. It is a 
consistent wish of older people to remain at home (van der Roest et al., 2007; 
WHO, 2012) as they feel attached to it; it is a central, meaningful and important 
place for them (Petersson, Lilja, & Borell, 2012). Also, ageing in place means 
shifting the support from long-term care services (e.g. nursing or residential care), 
to home-based care (either family or professional) and thus optimising the physical 
domestic setting to compensate for one’s disabilities is crucial. An enabling, safe 
and comfortable environment may reduce particular behavioural stressors, support 
the individual to use available competencies, and reduce carers’ strain (Gitlin & 
Corcoran, 1996; Unwin, Andrews, Andrews, & Hanson, 2009). Ageing in place and 
home care is estimated to be less costly than providing accommodation in a long-
term care facility (van der Roest et al., 2007), which apart from constituting the 
biggest cost to health system (WHO, 2012), can have detrimental effect on the 
person with dementia (Bradshaw, Playford, & Riazi, 2012; Zarit, Gaugler, & 
Jarrott, 1999). Therefore, living with dementia at home, and supporting this for as 
long as possible are important objectives for individuals, society and governments. 
The person-environment fit (or environmental press) model is the pivotal 
framework in person-environment research (Kahana, Lovegreen, Kahana, & 
Kahana, 2003; Lawton, 1990) that has been used in many intervention studies to 
explore the usefulness of environmental modifications (Wahl & Weisman, 2003) 
and residential satisfaction (Kahana et al., 2003). Several reviews, including 
Cochrane reviews, have examined the effectiveness of different environments 
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and/or environmental strategies in dementia care, such as lighting (Forbes, Blake, 
Thiessen, Peacock, & Hawranik, 2014; Torrington & Tregenza, 2007), special care 
units (Lai, Yeung, Mok, & Chi, 2009), Snoezelen (Chung & Lai, 2009), music 
(Vink, Bruinsma, & Scholten, 2011), built environment (Soril et al., 2014), 
aromatherapy (Holt et al., 2009; Nguyen & Paton, 2008), subjective barriers (Price, 
Hermans, & Grimley Evans, 2009), or a variety of strategies (Day, Carreon, & 
Stump, 2000; Gitlin et al., 2003). All these reviews focused mainly on residential 
care settings apart from one (Gitlin et al., 2003) that also included private homes. 
To our knowledge, there has not been any updated nor qualitative review that 
examined aspects of home environment together with environmental strategies.  
However, a number of qualitative studies exploring the experiences and 
perceptions of the role of home environment and helpful (or not) interventions have 
been undertaken. Qualitative studies are useful in exploring people’s experiences, 
acceptance and satisfaction with interventions, especially in domestic settings, 
which is a largely ignored territory (van Hoof & Kort, 2009). Previous qualitative 
syntheses have been conducted to explore various aspects and impact of dementia: 
living with early stage dementia (Steeman, Casterle, Godderis, & Grypdonck, 
2006), the dementia diagnosis and treatment (Bunn et al., 2012), the impact of 
dementia on marriage (Evans & Lee, 2014), psychosocial interventions for 
dementia (Dugmore, Orrell, & Spector, 2015), the needs of carers during transition 
from home to institutional care (Afram, Verbeek, Bleijlevens, & Hamers, 2014), 
and the quality of life in care homes (Bradshaw et al., 2012). To date, there has 
been no systematic review exploring environmental features and strategies that are 
perceived as helpful in home dementia care and support (either formal or informal), 
which justifies the need for the current review.  
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The aim of this review is to explore and synthesise qualitative evidence on 
the experiences of people with dementia and their carers of their home environment, 
and environmental strategies perceived as helpful and acceptable. The research 
question is ‘What is the role of the home environment in dementia care?’. This 
review is intended to identify barriers and facilitators that impact in effective 
dementia care at home in order to inform people with dementia, their informal 
carers, health and social care professionals, as well as professionals working in 
environmental design. Equally, this review also aimed to provide some evidence-
based guidance to policy makers and general public to better understand the lived 
experience, issues of independence and comfort for people with dementia and their 
family carers and thus highlight environmental considerations in dementia care and 
identify research gaps. Systematic reviews allow transferability, prevent 
unnecessary duplication of research, and are invaluable for busy practitioners as 
they combine results from many studies, provide up-to-date summarised evidence 
and disseminate them in an unbiased and rigorous manner (Dixon-Woods, Agarwal, 
Young, Jones, & Sutton, 2004; Pope & Mays, 2006). A protocol (Soilemezi, 
Drahota, Stores, & Crossland, 2013) was published setting out all aspects of the 
review plan. 
 
2.3 Methods 
Inclusion criteria 
We adopted the approaches by Drahota et al. (2012) and van Hoof & Kort 
(2009) to refer to any internal aspects of the home surroundings that can be seen, 
touched, smelt, or heard, and interior elements. This included: (a) the built 
environment and architectural elements (walls, flooring, windows, size, lay-out), (b) 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   20 
 
ambient and interior elements (thermal, visual, olfactory, tactile, acoustic aspects 
and indoor air), and (c) technologies, equipment and devices. In addition, we 
included the ‘lived’ experience of home, as a personal dimension of home 
experience. Qualitative studies that looked at any aspect of these and/or the 
manipulation or strategies involving these aspects, were relevant for inclusion.  
 Publications were screened as to whether they met the following criteria: 
• Primary qualitative studies, or qualitative studies that were part of a mixed 
methods project, from any geographical location published from 1970 onwards. 
• Studies published in English, German and Greek were included as members 
of the research team were fluent in these languages. 
• The study population had to include either people with dementia (of any 
type, stage and age who live at home), informal carers (e.g. family, friends, 
neighbours) or healthcare professionals who work and support people with 
dementia and their carers in the community. 
• The study had to examine either experiences, attitudes and/or beliefs around 
the impact of the home environment, acceptability and preferences of 
environmental components, barriers and facilitators to managing dementia at home 
and/or perceptions of what is helpful (or not) and why. 
• Any type of private dwelling (house, flat, apartment, maisonette, bungalow, 
cottage) was included. We also included supported accommodation (e.g. retirement 
housing), as it is a self-contained accommodation that allows people to live 
independently with available help if needed. 
• Studies that used any qualitative methods (including grounded theory, 
ethnography, narrative analysis, and phenomenology) were included. 
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Studies were excluded if the sample was mixed (e.g. a mixture of people 
with dementia and people with other long-term conditions) and the findings were 
not reported separately. However, if the study sample was mixed and the majority 
of the population under investigation (person with dementia, carers and/or 
professionals) met our inclusion criteria, then it was included. The same rule 
applied with the setting: if participants came from mixed residences, and data were 
separately reported for participants living at home or they formed the majority of 
sample, then studies were included. In addition, studies that solely looked at the 
design or/and evaluation of a specific device (e.g. prototype development of an 
assistive or smart technology) without reporting the participants’ views on the role 
of their home environment, were excluded. Studies on experiences of using 
everyday technologies and other aspects of the home environment were included. 
 
Search strategy 
Our search strategy was intentionally broad and inclusive to ensure retrieval 
of all relevant papers and improve coverage of the review (Saini & Shlonsky, 2012) 
knowing that qualitative studies can be particularly challenging to identify and 
retrieve (Barroso et al., 2003; Pope & Mays, 2006; Wong, Wilczynski, & Haynes, 
2004) and due to the complexity of the context of the home environment. An initial 
search was performed in MEDLINE and Cumulative Index to Nursing and Allied 
Health Literature (CINAHL) that indicated key terms and text words, after testing 
and exploding the main terms in order to achieve the best sensitivity (Wilczynski, 
Marks, & Haynes, 2007). This exercise informed the second extensive search (May 
2013) on 12 databases (from 1970-2013): MEDLINE, CINAHL, Art and 
Architecture Complete (AAC), SocIndex, PsycINFO, British Architectural Library 
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Catalogue (BALC), Joanna Briggs Institute (JBI), Social Care Online, Social 
Sciences Citation Index (SSCI), Science Direct, Campbell Library and Center for 
International Rehabilitation Research Information and Exchange (CIRRIE). Five 
sets of search terms (Table 2.1) were used to capture the key research question 
components: people with dementia, carers, professionals, environmental terms and 
qualitative research. These were then combined using Boolean operators 
(OR/AND) to identify potentially eligible citations (N=17,824). Searching of 
reference lists, grey literature (such as conference proceedings, theses, 
organisational reports) and key author searches were also conducted as suggested 
by previous research (Pope & Mays, 2006; Saini & Shlonsky, 2012). References 
from relevant published reviews were also searched. Duplicates were deleted and 
final results were saved on EndNote software (Figure 2.1). 
 
Table 2. 1. Search Terms Used 
S1 [dement* or Alzheimer*] AND [vascular OR old* OR elderly OR geriatric* OR disabl* 
or disabil*] 
S2 [family car* OR carer* OR caregiv*] 
S3 [health* personnel OR health* practitioner* OR formal car* OR occupational therap*] 
S4 [home* environment* OR domestic environment* OR physical environment* OR 
residen* OR design* OR atmosphere OR architectureindependent living OR home 
modification* OR home adapt* OR environmental intervention* OR smart home OR 
equipment OR assist* technolog* OR ageing in place OR aging in place] 
S5 [interview* OR qualitative* OR interview* OR audiorecord* OR grounded theory OR 
thematic analysis OR  focus group* OR finding* OR discourse analysis OR content 
analysis OR phenomenology OR synthesis OR perception OR experienc* OR attitude* 
OR saturat* OR theme* OR narrative* OR view*] 
S6 (S1 OR S2 OR S3) AND S4 AND S5 
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Data screening 
Papers were double screened independently by the main author  (DS) and a 
second member of the interdisciplinary research team (AD, RS, JC). Screening was 
done in three stages: initially on titles, then abstracts, and finally on full papers. A 
very broad-based screening approach was followed knowing that titles and abstracts 
may provide insufficient information to base our judgement on the relevance of the 
studies, as indicated by previous literature (Saini & Shlonsky, 2012). This was 
decided to ensure we did not limit the exploration of our phenomena and inevitably 
omit relevant studies too early. Disagreements were resolved by consensus or by 
discussion with a third reviewer from the research team. 
 
 
Figure 2.1. Flowchart of the Screening Process And Search Results 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   24 
 
Data extraction 
The main author (DS) extracted data from all included publications, which 
included: type of study design, year when study was conducted, theoretical 
framework, study aims, methods, type and demographics of participants, setting, 
method of analysis of the primary data and outcomes (Table 2.2). 
. 
 24 
Table 2. 2. Characteristics of Included Studies (N=40) 
N
o 
Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research 
method  
Type of 
analysis 
1 Aminzadeh, 
2010 
not 
reported 
Canada 16 people with 
dementia 
76 to 93 (M=85.3) 11 female, 5 male 12 Canadian, 
3  Europeans 
& 1 Asian 
2/3 in mild, 
the rest 
moderate 
n/a meanings and 
significance of home 
for people with 
dementia 
in-depth face-
to-face home 
interviews 
grounded 
theory 
2 Askham, 
2007 
not 
reported 
UK 20 couples of people 
with dementia and 
their carers  
people with dementia: 74 
to 96 (M=85); spouse 
carers: 75 to 87 (M=79), 
children or other: 50-68 
(M=57) 
people with 
dementia: 15 
women, 5  men;  
carers: 14 women, 
6 men 
not reported mild to 
severe 
9 spouses, 4 
children, 1 friend, 1 
neighbour, 1 
daughter-in-law, 1 
nephew, 1 niece 
care at home for 
people with 
dementia 
depth 
interviews & 
non-participant 
observation 
constant 
comparison 
3 Baker, 2012 not 
reported 
Australia 5 couples of people 
with dementia and 
their carers 
carers:  59 to 81; people 
with dementia: 59 to 88 
carers: 3 female, 2 
male; people with 
dementia: 2 
female, 3 male 
not reported not 
reported 
all spouses evaluate music 
intervention in 
relation to couple's 
relationship 
scales, diaries & 
interviews 
thematic 
analysis 
4 Boger, 2013 2010 Canada 3 family carers, 10 
occupational 
therapists 
carers: 2 between 50-59, 
1 over 80 
carers & 
occupational 
therapists: females 
not reported not 
reported 
2 spouses, 1 adult 
child 
use of assistive 
technologies to 
support daily 
occupations 
semi-structure 
interviews 
visually 
analysed 
with 
frequencies 
5 Buri, 2000 1996 UK 6 family carers not reported carers: 3 male, 3 
female 
not reported moderate to 
severe 
1 spouse, 3 
daughters, 2 sons-in-
law 
meanings of falls 
risk  in elderly 
persons with 
dementia 
focus group, 
individual 
unstructured 
home 
interviews 
content 
analysis 
6 Chung, 1997 not 
reported 
Hong 
Kong 
15 family carers 28 to 79 4 male, 11 female not reported n/a  8 spouses, 6 
daughter, 1 
granddaughter 
meanings of caring 2 semi-
structured focus 
groups 
content 
analysis 
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Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  Type of 
analysis 
7 Chung, 
2013  
not 
reported 
UK stage 1: 15 family 
carers; stage 2:21 
co-resident carers  
not reported stage 1: 11 
female, 4 
male; stage 2: 
not reported 
not 
reported 
n/a stage 1: 12 spouses, 
2 children, 1 partner; 
stage 2: not reported 
how carers engage 
people with 
dementia with 
activities 
stage 1: interviews; 
stage 2: focus groups 
constant 
comparison 
8 Cott, 2013  2005-2007 Canada 20 family members 
& 20 people with 
dementia living 
alone 
People with 
dementia: 67 to 95, 
Carers: middle-aged 
people with 
dementia: 15 
women, 5 men, 
carers: not 
reported 
clearly 
not 
reported 
very mild 
to moderate 
12 children, 4 
friends, 1 niece, 1 
nephew, 1 cousin, 1 
sister 
how family and 
friends balance 
risk with people 
with dementia 
who live alone 
in-depth semi-
structured, home / 
phone interviews & 
field notes 
 constant 
comparison 
9 de la 
Cuesta, 
2005  
2000-2002 Colombia 18 caregivers & 2 
healthcare 
professionals 
10: 51 to 75, 5: 25 to 
50,  3: younger than 
25 
15 female, 3 
male 
Colombian advanced 10 daughters, 5: 
wives, sisters, or 
nieces, 2 husbands, 
1 son. 
strategies used by 
Colombian family 
caregivers to 
manage the 
demands of care  
interviews & home 
observations 
constant 
comparison 
10 De Witt, 
2009 
2004-2005 Canada 8 women with 
dementia living 
alone 
58 to 87 8 female 7 
Canadians, 
1 not 
reported 
mild to 
moderate 
n/a meaning of living 
alone for older 
people with 
dementia 
1:1 open-ended 
interviews, journal 
notes & one participant 
letter 
van Manen's 
method 
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Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  Type of 
analysis 
11 Dickson, 
2012  
2011-2012 USA 22 family 
carers 
50 to 82 
(M=66) 
not reported 18 Caucasians, 
3 African-
American, 1 
Hispanic 
all stages majority 
spouses, then 
daughters, 
mother, friend 
caregivers’ 
perceptions of 
wandering  
open-ended, 
semi-structured 
interviews & 
questionnaire 
grounded 
theory 
12 Dodds, 1994 not reported UK 6 family 
carers 
late 40s to late 
80s 
not reported not reported not reported 3 spouses, 2 
daughters, 1 
sister;  
how carers deal with 
wandering behaviour 
interviews not reported 
13 Drennan, 
2011 
not reported UK 32 family 
carers 
not reported 19 female, 13 
male 
12 White, 9 
other: Afro-
Caribbean, 
Asian, 
European, 11 
missing 
not reported  21 spouses, 10 
adult child, 1 
daughter-in-
law;  
 carers’ perceptions of 
incontinence 
problems and 
strategies  employed  
face-to-face & 
telephone 
interviews   
thematic 
analysis 
14 Dröes, 2006 2002-2003 Netherlands 106 people 
with dementia 
& 10 
healthcare 
professionals 
people with 
dementia: 65-
80; 
professionals: 
34 to 51 
People with 
dementia: not 
reported; 
Professionals
: 9 female, 1 
male 
not reported mild to 
moderate 
n/a what people with 
dementia consider 
important for their 
quality of life 
interviews & 
focus groups 
constant 
comparison 
15 Forbat, 2004  not reported UK 11 family 
carers from 
BME  
not reported not reported South-Asian or 
Afro-Caribbean 
n/a not reported difficulties in 
continence and 
toileting 
interviews not reported 
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Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research 
method  Type of analysis 
16 Harris, 
2006 
not 
reported 
USA 15 people with 
dementia & 10 
family carers 
people with 
dementia: 
M=75.4 (62 to 
87); Carers: 
M=51 (38 to 60) 
13 female, 
2 males 
 3 African- 
Americans, 
12 White 
12 early 
dementia or 3 
mild MCI  
8 children, 1 cousin, 1 
sister 
concerns, needs and 
coping strategies of 
people with 
dementia living 
alone 
in-depth 
interviews 
constant comparison 
17 Hogan, 
2003 
not 
reported 
USA 8 family carers  49 to 81 2 male, 6 
female 
not reported early, middle, 
late and 
unknown 
4 spouses, 3 adult 
children, 1 daughter-in-
law 
explore the role 
change by family 
carers 
interviews thematic analysis 
18 Kinney, 
2004  
2001 USA 26 family carers Phase 1: M=63.2 
(SD=11.83) 
Phase 1: 
majority 
females 
Phase 1: 1 
African, 25 
White; 
beyond early 
stages 
one half cared for 
parent, step parent or 
parent-in-law, 2/5 for a 
spouse & rest for 
grandparent and child 
challenges in 
caregiving and how 
technology assists 
caregivers 
focus 
groups 
Strauss and Cornin, 
table narrative 
19 Lach, 2007 not 
reported 
USA 39 co-resident 
carers 
M=71, 6 
(SD=10.3) 
28 women, 
11 men 
not reported very mild, mild 
and moderate 
34 spouses, 5 children experiences of  
carers in managing 
safety at home 
focus 
groups 
Dilorio method, 
coding book, 
contingency matrix 
20 Nochajski, 
2013 
not 
reported 
USA 20 people with 
cognitive 
impairments and 
17 carers 
people with 
dementia: M= 
79; carers: 61.8, 
39 to 80 
10 female, 
10 male 
90% White not reported 8 spouses, 6 children, 1 
sibling, 1 cousin, 1 
nephew 
use and satisfaction 
of assistive devices 
questionnai
res & 
interviews 
not reported 
  
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   28 
 
 
Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  
Type of analysis 
21 Nygård, 2002 not reported Sweden 7 people with 
dementia 
62 to 78 4 male, 3 
female 
not reported mild to 
moderate 
n/a how people with dementia 
manage their everyday 
occupations 
repeated 
interviews, 
observations & 
field notes 
Empirical 
Phenomenological 
Psychological 
analysis  
22 Nygård, 2003 not reported Sweden 10 people with 
dementia 
75 to 87 7 female, 3 
male 
not reported mild to 
moderate 
n/a difficulties and strategies 
in telephone use 
interviews, 
observations & 
field notes 
constant 
comparison 
23 Nygård, 2008 not reported Sweden 8 people with 
dementia 
57 to 82 3 male, 5 
female 
not reported mild to 
moderate 
n/a how people with dementia 
experience and use 
everyday technology 
repeated 
interviews & 
observations 
Empirical 
Phenomenological 
Psychological 
analysis  
24 O'Donnell, 
2000 
not reported USA 12 spousal carers  Carers: 49 to 78 
(M=68); People 
with dementia: 
60-96 (M=73) 
10 female, 
2 male 
11 
Caucasian, 1 
Black 
pass very 
mild stage 
all spouses  experience of spouse 
carers of their day-to-day 
life 
interviews, 
observations & 
field notes 
Colaizzi's method 
25 Olsen, 1996 not reported USA 90 family carers 
of people with 
dementia 
not reported 60 female, 
30 male 
not reported not 
reported 
46 spouses, 41 
children, 3 
other 
impact of physical 
environment and 
strategies used 
in-depth home 
interviews & 
scales 
not reported 
26 Olsson, 1998 not reported Sweden 36 home care 
staff 
not reported 1 male, 34 
female 
not reported not 
reported 
n/a staff's reflections on 
caring for people with 
dementia  
interviews constant 
comparison 
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Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  Type of 
analysis 
27 Olsson, 
2011 
2007-2008 Sweden 14 spousal 
carers 
62 to 89 8 female, 6 male not 
reported 
mean time of 
diagnosis: 6 
years 
all spouses reflections of 
family carers on 
use of ICT 
individual 
interviews 
content 
analysis 
28 Powell, 
2010 
not 
reported 
UK 34 informal 
carers 
23 to 91 (M=57) 12 male, 22 female 27 White 
British, 7 
other 
different 
stages, some 
with early-
onset 
dementia 
15 spouses, 15 adult 
children, 3 
grandchildren, 1 friend 
carers' 
perceptions on 
networked ICT 
semi-structured 
interviews & 
group discussion 
framework 
approach 
29 Redfern, 
2002 
not 
reported 
UK 20 couples of 
people with 
dementia and 
their carers  
people with 
dementia: M=85, 
spouses: M=79, 
children: M=50 
people with 
dementia: 15 
female, 5 male; 
carers: 14 female, 
6 male 
not 
reported 
moderate to 
severe 
7 children, 9 spouses,4 
unrelated  
care at home 
focusing on 
routines, control 
and care goals 
repeated home 
interviews & 
observation 
content 
analysis, 
constant 
comparison 
30 Richter, 
1995 
not 
reported 
USA 23 family 
carers & 22 
paid carers 
former carers: not 
reported; paid 
carers: M=24 
majority females all 
Caucasian 
not reported either spouses or adult 
children 
communicative 
processes used 
by family and 
paid carers 
focus groups three-phase 
analysis 
31 Rosenberg, 
2012 
not 
reported 
Sweden 16 informal 
carers 
45 to 78 11 female, 5 male not 
reported 
not reported 5 children, 1 
neighbour, 9 spouses, 1 
son-in-law 
attitudes to 
technologies 
interviews & focus 
groups 
constant 
comparison 
32 Sixsmith, 
2007 
not 
reported 
UK 26 people with 
dementia and 
their carers  
62 to 96 18 female, 8 male not 
reported 
not reported not reported meaning and role 
of music 
in-depth 
interviews (some 
repeated) 
thematic 
analysis 
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Table 2.2 Continued 
No Study ID Year  Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  Type of 
analysis 
33 Smith, 
2001 
not 
reported 
USA 45 family carers 36-75 or older 39 female, 6 
male 
not reported mild to 
severe 
23 spouses, 16 
adult children 
different types of 
needs for carers 
semi-structured 
intensive 
interviews 
not reported 
34 Spring, 
2009 
not 
reported 
USA 14 family carers 38 to 86 (M=64) 13 female, 1 
male 
11 White, 2 
African-
American, 1 
Hispanic 
not 
reported 
8 spouses, 5 
daughters, 1 
grand-daughter;  
problems associated 
with night time 
supervision 
semi-structured 
home interviews 
grounded 
theory 
35 Taşcı, 
2012 
not 
reported 
Turkey 8 family carers M=48,87 not reported not reported not 
reported 
3 spouses, 4 
adult children, 1 
daughter-in-law 
problems 
experienced by 
family Turkish 
carers 
focus groups & 
questionnaires 
not reported 
36 Toot, 
2013 
not 
reported 
UK 18 people with 
dementia,15 family 
carers, 19 healthcare 
professionals 
people with 
dementia: 
.>65yrs:1 <65:17; 
carers: 6 >65yrs, 9 
>65yrs; 
Professionals: not 
reported 
people with 
dementia: 10 
females 8 male; 
carers: 6 male, 9 
female; Profs: 11 
female, 8 male 
people with 
dementia & 
Professionals: 
not reported; 
carers: range 
of ethnicities 
mild-
moderate 
stage 
9 spouses, 5 
child, 1 friend, 
staff: 11 females, 
8 males 
factors precipitating 
crises and 
interventions used 
in dementia care 
focus groups thematic and 
long-table 
approach 
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Table 2.2 Continued 
No Study ID Year study 
conducted 
Country Participants  Age Gender Ethnicity Stage of 
dementia  
Type of carer Main focus Research method  Type of 
analysis 
37 Van Hoof, 
2009 
sample 1: not 
reported; 
sample 2: 
2006-2007 
Netherlands sample 1:10 carers and 
people with dementia; 
sample 2: 18 older 
people (some with 
dementia) 
sample 2: 
63-87yrs 
sample 1: carers: 
2 male, 8 female; 
people with 
dementia: 4 
male, 6 female/  
sample 2: 14 
female, 4 male 
not reported not 
reported 
sample 1: 
often relatives 
/  sample 2: 
n/a 
experiences of 
technology at home 
and thermal 
environment 
interviews & 
questionnaires 
theoretical 
framework 
38 Vikström , 
2005 
not reported Sweden 30 co-habiting couples 
of people with 
dementia and their 
carers 
carers: 58 to 
84 (M=74); 
people with 
dementia: 
68 to 85 
(M=78) 
carers: 14 male, 
16 female; 
people with 
dementia: 16 
male, 14 female 
not reported mild to 
moderate 
30 spouses family carers' self-
initiated support to 
partners with 
dementia 
video recording, 
observation & 
field notes 
constant 
comparison 
39 Wherton, 
2008 
not reported UK study 1: 20 healthcare 
professionals; study 2: 
10 family carers and 8 
people with dementia 
not reported not reported not reported mild to 
moderate  
not reported difficulties and 
opportunities for 
technological 
solutions 
interviews & 
focus group 
grounded 
approach 
40 Yang, 1997 not reported USA 7 people with dementia 
8 family carers, 1 paid 
carer 
people with 
dementia: 
72 to 92 
(M= 81.6); 
carers:47 to 
80 (M=62) 
people with 
dementia: 3 
male, 4 female; 
carers: 6 female, 
2 male 
6 White 
Caucasian, 1 
African-
American 
MMSE: 10-
23 
3 spouses, 
four children, 
1 nephew 
perceptions on the 
use of assistive 
devices 
open-ended 
questionnaire 
descriptive 
analysis 
 32 
Quality assessment 
The use of quality assessment tools, the judgement to include/exclude studies based 
on quality, and what criteria/threshold should be used, has been debated widely in 
the literature (Carroll & Booth, 2015). The aim of our quality assessment was not to 
score studies on their design in order to exclude them but to assess their relevance 
in answering the review question, as suggested by previous research (Thomas & 
Harden, 2008). We thus decided to include all studies regardless of the quality in 
order to ensure that the phenomenon of interest is fully captured and to add richness 
of our findings but without ignoring their strengths and/or weaknesses (Saini & 
Shlonsky, 2012). The Critical Appraisal Skills Programme (CASP) checklist, which 
consists of ten questions, was used to evaluate the included papers 
methodologically (Table 2.3). CASP helped the assessors to become familiar with 
the strengths and limitations both within and also across studies and provide an 
indication of the robustness of the review. The main author (DS) evaluated all 
studies independently. The research supervision team checked a quarter of the 
studies (n=10), discussed and resolved any disagreements. Afterwards, the main 
author (DS) also conducted a sensitivity analysis. This involved reanalysing the 
data without the studies considered to be of low quality (scoring <8 out of 10) to 
examine whether the final themes were affected significantly after removing those 
studies from the synthesis 
 
Data synthesis 
This synthesis aimed to identify barriers and facilitators and answer a 
predefined question. For this reason, thematic synthesis was used, as it is a useful 
method to produce concrete outcomes to inform policy and practitioners (Thomas & 
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Harden, 2008). Included papers were systematically reviewed, coded and analysed 
by the main author (DS). The rest of the reviewers met and discussed the initial 
codes/topics, helped to refine the final themes and validated the findings. The logic 
and understanding of final themes were further discussed and validated in a 
workshop with lay members (including carers of people with dementia), researchers 
and practitioners which provided additional validation to the review themes. 
 
Table 2.3 Critical Appraisal Skills Programme (CASP) Checklist 
Questions Domains 
Q1.  
Q2.  
Q3.  
Q4.  
Q5.  
Q6.  
 
Q7.  
Q8.  
Q9.  
Q10.  
Was there a clear statement of the aims of the research? 
Is a qualitative methodology appropriate? 
Was the research design appropriate to address the aims of the research? 
Was the recruitment strategy appropriate to the aims of the research? 
Was the data collected in a way that addressed the research issue? 
Has the relationship between researcher and participants been adequately 
considered? 
Have ethical issues been taken into consideration? 
Was the data analysis sufficiently rigorous? 
Is there a clear statement of findings? 
How valuable is the research? 
 
 
The analysis involved three stages. Firstly, each study was read repeatedly 
and relevant text was highlighted and coded in QSR International's NVivo 10 
Software. Data included all the text labelled as ‘results’ or ‘findings’ and in few 
cases even the discussion section (Thomas and Harden, 2008). Secondly, the coded 
data were read again to identify any patterns, similarities and differences, while 
preserving the context of the original studies. The codes from the inductive analysis 
were revisited and grouped together into a hierarchical structure in several layers to 
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produce descriptive themes and topics. When necessary, new codes were created to 
represent the meaning and association between codes, ensuring that the reviewer 
remained very close to the findings. Finally, the reviewer used the descriptive 
themes to ‘go beyond’ the original studies and answer the review questions 
(Thomas and Harden, 2008), which enabled the generation of final themes. When 
the themes and subthemes were finalised, the main author (DS) discussed them with 
the co-reviewers to refine and rename them.   
 
2.4 Results 
Description of included studies 
Overall, forty two papers reporting forty studies met all criteria and were 
included in the review (Table 2.4). They involved studies from nine countries: USA 
(n=12), UK (n=11), Sweden (n=7), Turkey (n=1), Australia (n=1), Canada (n=4), 
Netherlands (n=2), Colombia (n=1), and Hong Kong (n=1). Studies were published 
between 1995 and 2013. All papers were research articles apart from one (Dickson, 
2012) that was a doctoral thesis. The studies included 1,145 participants, the 
majority of them informal carers (n= 653) across 33 studies, followed by people 
with dementia (n=372) across 18 studies, and professionals (n=120) across eight 
studies. From the thirty-three studies that reported participants’ characteristics, the 
people with dementia were aged from 57 to 96 and informal carers were aged from 
23 to 91. From the eight studies that included professionals, only a single study 
provided information on their age, ranging from 34 to 51. Ethnicity, stage of 
dementia, type of carer, age of the participants, year study was conducted and type 
of analysis were frequently not reported. The majority of studies used interviews 
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(n=32) as the main method of data collection. The rest used focus groups (n=6), 
video recording (n=1) and open-ended questionnaire (n=1) as the main method.  
Studies varied in analytical methods described, ranging from constant 
comparison (n= 10), thematic (n=5), content (n=4), grounded theory (n=4), 
empirical phenomenological psychological (n=2), framework analysis (n=1), 
theoretical framework (n=1), van Manen’s method (n=1), table narrative (n=1), 
Dilorio’s method (n=1), Colaizzi’s method (n=1), and others were not clearly 
reported (n=9). Six studies involved only people with dementia, seventeen only 
informal carers, one involved only paid carers, ten studies involved both the people 
with dementia and their informal carers, three involved family carers together with 
paid carers, one with people with dementia and healthcare professionals, and two 
studies involved people with dementia, family carers and professionals.  Whilst all 
studies contributed data relevant to this review’s question, for some studies this was 
not their key focus (e.g. the environment may only have formed part of a wider 
focus of the primary study). The majority of the studies (n=17) reported general 
environmental strategies, some studies specifically reported on use of technologies 
and equipment (n=10) and music (n=2) and the rest of the studies (n=11) reported 
participants’ perceptions and general experiences of living at home with dementia. 
 
 
 
 
 
 36 
Table 2.4 References of Included Papers (N=42) 
1 Aminzadeh, F., Dalziel, W. B., Molnar, F. J., & Garcia, L. J. (2010). Meanings, functions, and experiences of living at home for individuals with 
dementia at the critical point of relocation. Journal of Gerontological Nursing, 36(6), 28–35. doi:10.3928/00989134-20100303-02 
2 Askham, J., Briggs, K., Norman, I., & Redfern, S. (2007). Care at home for people with dementia: as in a total institution? Ageing and Society, 
27(01), 3–24. doi:10.1017/S0144686X06005307 
3 Baker, F. A., Grocke, D., & Pachana, N. A. (2012). Connecting through music: A study of a spousal caregiver-directed music intervention 
designed to prolong fulfilling relationships in couples where one person has dementia. Australian Journal of Music Therapy, 23, 4–19.  
4 Boger, J., Quraishi, M., Turcotte, N., & Dunal, L. (2013). The identification of assistive technologies being used to support the daily occupations 
of community-dwelling older adults with dementia: a cross-sectional pilot study. Disability & Rehabilitation: Assistive Technology, 9(1), 17–30. 
doi:10.3109/17483107.2013.785035 
5 • Buri, H., & Dawson, P. (2000). Caring for a relative with dementia: A theoretical model of coping with fall risk. Health, Risk & Society, 2(3), 
283–293. doi: http://dx.doi.org/10.1080/713670166 
6 Chung, J. C.-C. (1997). Focus on family care givers for individuals with dementia: Implications for occupational therapy practice. Occupational 
Therapy International, 4(1), 66–80. doi: 10.1002/oti.48 
7 • Chung, P. (2013). Professionals partnering with family carers in home-based activity for those with dementia. WFOT Bulletin, 67(May), 9–16. 
doi: http://dx.doi.org/10.1179/otb.2013.67.1.003 
8 Cott, C. A., & Tierney, M. C. (2013). Acceptable and unacceptable risk: balancing everyday risk by family members of older cognitively 
impaired adults who live alone. Health Risk & Society, 15(5, SI), 402–415. doi:10.1080/13698575.2013.801936 
9 de la Cuesta, C. (2005). The craft of care: family care of relatives with advanced dementia. Qualitative Health Research, 15(7), 881–96. 
doi:10.1177/1049732305277805 
10 de la Cuesta, C., & Sandelowski, M. (2005). Tenerlos En La Casa: The Material World and Craft of Family Caregiving for Relatives With 
Dementia. Journal of Transcultural Nursing, 16(3), 218–225. doi:10.1177/1043659605274979 
 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   37 
 
Table 2.4. Continued 
11 De Witt, L., Ploeg, J., & Black, M. (2009). Living on the threshold: The spatial experience of living alone with dementia. Dementia, 8(2), 263–291. 
doi:10.1177/1471301209103273 
12 Dickson, P. (2012). Caregiver Perceptions of Wandering Behavior in the ADRD (Alzheimer’s Disease and Related Dementias) Patient (Doctoral 
dissertation). Retrieved from http://digital.library.unt.edu/ark:/67531/metadc149582/.  
13 Dodds, P. (1994). Wandering: a short report on coping strategies adopted by informal carers. International Journal of Geriatric Psychiatry, 9(9), 751–
756. doi:10.1002/gps.930090910 
14 Drennan, V. M., Cole, L., & Iliffe, S. (2011). A taboo within a stigma? a qualitative study of managing incontinence with people with dementia 
living at home. BMC Geriatrics, 11, 75. doi: 10.1186/1471-2318-11-75 
15 Dröes, R.-M., Boelens-Van der Knoop, E. C., Bos, J., Meihuizen, L., Ettema, T. P., Gerritsen, D. L., … Schölzel-Dorenbos, C. J. M. (2006). Quality 
of life in dementia in perspective. An explorative study of variations in opinions among people with dementia and their professional caregivers, and 
in literature. Dementia, 5(4), 533–558. doi:10.1177/1471301206069929 
16 Forbat, L. (2004). Listening to carers talking about the subjects of continence and toileting. Nursing Times, 100(2), 46–49.  
17 Harris, P. B. (2006). The experience of living alone with early stage Alzheimer’s disease: what are the person's concerns? Alzheimer’s Care 
Quarterly, 7(2), 84–94. 
18 Hogan, V. M., Lisy, E. D., Savannah, R. L., Henry, L., Kuo, F., & Fisher, G. S. (2003). Role Change Experienced by Family Caregivers of Adults 
with Alzheimer’s Disease: Implications for Occupational Therapy. Physical & Occupational Therapy in Geriatrics, 22(1), 21–43. 
doi:10.1300/J148v22n01_02 
19 Kinney, J. M., Kart, C. S., Murdoch, L. D., & Ziemba, T. F. (2003). Challenges in caregiving and creative solutions: Using technology to facilitate 
caring for a relative with dementia. Ageing International, 28(3), 295–314. doi:10.1007/s12126-002-1009-x 
 
 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   38 
 
Table 2.4. Continued 
20 Lach, H. W., & Chang, Y.-P. (2007). Caregiver perspectives on safety in home dementia care. Western Journal of Nursing Research, 29(8), 993–
1014. doi: 10.1177/0193945907303098 
21 Nochajski, S. M., Tomita, M. R., & Mann, W. C. (1996). The use and satisfaction with assistive devices by older persons with cognitive 
impairments: a pilot intervention study. Topics in Geriatric Rehabilitation, 12(2), 40–53. 
22 Nygård, L. (2008). The meaning of everyday technology as experienced by people with dementia who live alone. Dementia: The International 
Journal of Social Research and Practice, 7(4), 481–502. doi:10.1177/1471301208096631 
23 Nygård, L., & Öhman, A. (2002). Managing changes in everyday occupations: the experience of persons with Alzheimer’s disease. OTJR: 
Occupation, Participation & Health, 22(2), 70–81. doi: 10.1177/153944920202200204 
24 Nygård, L., & Starkhammar, S. (2003). Telephone use among noninstitutionalized persons with dementia living alone: mapping out difficulties and 
response strategies. Scandinavian Journal of Caring Sciences, 17(3), 239–249. doi: 10.1046/j.1471-6712.2003.00177.x 
25 O’Donnell, M. E. (2000). The long grey tunnel: the day-to-day experience of spouse caregivers of people with Alzheimer’s disease. Scholarly 
Inquiry for Nursing Practice, 14(1), 47–71. 
26 Olsen, R. V, Ehrenkrantz, E., & Hutchings, B. L. (1996). Creating the movement-access continuum in home environments for dementia care. 
Topics in Geriatric Rehabilitation, 12(2), 1–8.  
27 Olsen, R. V, Hutchings, B. L., & Ehrenkrantz, E. (1999). The physical design of the home as a caregiving support: an environment for persons with 
dementia. Care Management Journals: Journal of Case Management ; The Journal of Long Term Home Health Care, 1(2), 125–131.  
28 Olsson, A., Engström, M., Skovdahl, K., & Lampic, C. (2011). My, your and our needs for safety and security: relatives’ reflections on using 
information and communication technology in dementia care. Scandinavian Journal of Caring Sciences, 26(1), 104–112. doi:10.1111/j.1471-
6712.2011.00916.x 
29 Olsson, A., & Hallberg, I. R. (1998). Caring for demented people in their homes or in sheltered accommodation as reflected on by home-care staff 
during clinical supervision sessions. Journal of Advanced Nursing, 27(2), 241–252. doi:10.1046/j.1365-2648.1998.00515.x 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   39 
 
Table 2.4. Continued 
 
30 Powell, J., Gunn, L., Lowe, P., Sheehan, B., Griffiths, F., & Clarke, A. (2010). New networked technologies and carers of people with dementia: 
an interview study. Ageing & Society, 30, 1073–1088. doi:http://dx.doi.org/10.1017/S0144686X1000019X 
31 Redfern, S., Norman, I., Briggs, K., & Askham, J. (2002). Care at home for people with dementia: routines, control and care goals. Quality in 
Ageing, 3(4), 12–23.  
32 Richter, J. M., Roberto, K. A., & Bottenberg, D. J. (1995). Communicating with persons with Alzheimer’s disease: experiences of family and 
formal caregivers. Archives of Psychiatric Nursing, 9(5), 279–85.  
33 Rosenberg, L., Kottorp,  a., & Nygard, L. (2012). Readiness for Technology Use With People With Dementia: The Perspectives of Significant 
Others. Journal of Applied Gerontology, 31(4), 510–530. doi:10.1177/0733464810396873 
34 Sixsmith, A., & Gibson, G. (2007). Music and the wellbeing of people with dementia. Ageing & Society, 27(1), 127–145. 
doi:http://dx.doi.org/10.1017/S0144686X06005228 
35 Smith, A. L. (2001). Caregiver Needs. Clinical Gerontologist, 24(1-2), 3 – 26. doi:10.1300/J018v24n01 
36 Spring, H. J., Rowe, M. A., & Kelly, A. (2009). Improving caregivers’ well-being by using technology to assist in managing nighttime activity 
in persons with dementia. Research in Gerontological Nursing, 2(1), 39–48. doi:10.3928/19404921-20090101-10 
37 Taşcı, S., Kartın, P. T., Ceyhan, Ö., Sungur, G., & Göriş, S. (2012). Living with an Alzheimer patient in Turkey. Journal of Neuroscience 
Nursing, 44(4), 228–234. 
38 Toot, S., Hoe, J., Ledgerd, R., Burnell, K., Devine, M., & Orrell, M. (2013). Causes of crises and appropriate interventions : The views of 
people with dementia , carers and healthcare professionals. Aging & Mental Health, 17(3), 328–335. doi:10.1080/13607863.2012.732037 
39 van Hoof, J., Kort, H. S. M., Hensen, J. L. M., Duijnstee, M. S. H., & Rutten, P. G. S. (2010). Thermal comfort and the integrated design of 
homes for older people with dementia. Building and Environment, 45(2), 358–370. doi:10.1016/j.buildenv.2009.06.013 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   40 
 
 
Table 2.4. Continued 
 
 
40 Vikström, S., Borell, L., Stigsdotter-neely, A., & Josephsson, S. (2005). Caregivers’ Self-Initiated Support Toward Their Partners With 
Dementia When Performing an Everyday Occupation Together at Home. OTJR: Occupation, Participation & Health, 25(34), 1–11. 
41 Wherton, J. P., & Monk, A. F. (2008). Technological opportunities for supporting people with dementia who are living at home. International 
Journal of Human-Computer Studies. doi:10.1016/j.ijhcs.2008.03.001 
42 Yang, J. J., Mann, W. C., Nochajski, S., & Tomita, M. R. (1997). Use of assistive devices among elders with cognitive impairment: A follow-
up study. Topics in Geriatric Rehabilitation, 13(2), 13–31. 
 41 
Quality of included studies 
In terms of quality, three studies provided information to answer all 10 
criteria on the CASP checklist and hence were considered of good quality; the 
majority of studies (n=37) lacked or missed some methodological information (Table 
2.5). The relationship between the researcher and participants was not reported in 
most studies (n=35), followed by ethical considerations (n=13) and insufficient 
description of the process of analysis (n=15). There were six studies (Dodds, 1994; 
Dröes, 2006; Forbat, 2003; Nochajski, 2013; Olsen, 1996; van Hoof, 2009) that did 
not address all three above-mentioned elements and could be considered of low 
quality. The sensitivity analysis showed that their contribution was minor to the 
formation of the three main themes, as the main themes did not change after 
removing these studies. However, when the subthemes were examined, it was noted 
that one study (Olsen, 1996) made a considerable contribution to the formation of a 
subtheme (‘layout and accessibility’), and part of the second subtheme (2.2 ‘useful 
home components’). 
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Table 2.5. Quality Assessment of Included Studies (N=40) 
No Study ID Q1. aims Q2. research 
methods 
Q3. research 
design  
Q4.  recruitment 
strategy 
Q5. data collection Q6. reflexivity  Q7. ethical 
issues  
Q8. analysis Q9.   findings Q10. valuable 
research 
1 Aminzadeh, 2010  + + + + + - + + + + 
2 Askham, 2007 + + + + + + + - + + 
3 Baker, 2012 + + + + + - + + + + 
4 Boger, 2013 + + + + + - + - + + 
5 Buri, 2000 + + + + + + + + + + 
6 Chung, 1997 + + + + + - + + + + 
7 Chung, 2013  + + + + + - + - + + 
8 Cott, 2013  + + + + + - + + + + 
9 de la Cuesta, 2005  + + + + + - + + + + 
10 De Witt, 2009 + + + + + + + + + + 
11 Dickson, 2012  + + + + + + + + + + 
12 Dodds, 1994 + + + + + - - - + + 
13 Drennan, 2011 + + + + + - + + + + 
14 Dröes, 2006 + + + + + - - - + + 
15 Forbat, 2003 + + + + + - - - + + 
16 Harris, 2006 + + + + + - + + + + 
17 Hogan, 2003 + + + + + - + + + + 
18 Kinney, 2003  + + + + + - + - + + 
19 Lach, 2007 + + + + + - + + + + 
20 Nochajski, 2013 + + + + + - - - + + 
21 Nygård, 2002 + + + + + - - + + + 
 
Note. The symbol + shows that criteria has been reported and – that was not reported 
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Table 2.5. Continued 
No Study ID Q1. aims Q2. research 
methods 
Q3. research 
design  
Q4.  recruitment 
strategy 
Q5. data collection Q6. reflexivity  Q7. ethical 
issues  
Q8. analysis Q9.   findings Q10. valuable 
research 
22 Nygård, 2003 + + + + + + - + + + 
23 Nygård, 2008 + + + + + - - + + + 
24 O'Donnell, 2000. + + + + + - + + + + 
25 Olsen, 1996 + + + + + - - - + + 
26 Olsson, 1998 + + + + + - - + + + 
27 Olsson, 2011 + + + + + - + + + + 
28 Powell, 2010 + + + + + - + + + + 
29 Redfern, 2002 + + + + + - + + + + 
30 Richter, 1995 + + + + + - - + + + 
31 Rosenberg, 2012 + + + + + - + + + + 
32 Sixsmith, 2007 + + + + + - + - + + 
33 Smith, 2001 + + + + + - + - + + 
34 Spring, 2009 + + + + + - - + + + 
35 Taşcı, 2012 + + + + + - + - + + 
36 Toot, 2013 + + + + + - + + + + 
37 Van Hoof, 2009 + + + + + - - - + + 
38 Vikström , 2005 + + + + + - + + + + 
39 Wherton, 2008 + + + + + - + - + + 
40 Yang, 1997 + + + + + - - - + + 
 
Note. The symbol + shows that criteria has been reported and – that was not reported 
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Thematic synthesis 
The thematic synthesis enabled the generation of three final themes 
and a number of subthemes (Table 2.6). Some themes and their subthemes 
derived from a number of studies with few data to report and other derived from 
a substantial number of data reported in the included studies. Direct quotations 
from the included studies were taken to represent the key themes and are 
presented in Table 2.7, at the end of this chapter. 
 
Table 2.6. Key Themes, Subthemes And Contribution of Included Studies 
Key themes and subthemes Contribution of included studies  
1. Home as a paradox 
1.1 Home, sweet home 
1.2 Home experience disrupted 
1.3 Home tensions 
 
Aminzadeh, 2010; Askham, 2007; Buri, 2000; Chung, 1997; Cott, 
2013; de la Cuesta, 2005; de Witt, 2009; Dickson, 2012; Dodds, 
1994; Dröes, 2006; Drennan, 2011;Kinney, 2003; Nochajski, 2013; 
Nygård, 2008; Nygård, 2002; Olsen, 1996; Olsson, 2011; Powell, 
2010; Redfrem, 2002; Richter, 1995; Spring, 2009; Sixsmith, 2007; 
Taşcı, , 2012; Toot, 2013  
2 There is no magic                    
formula 
2.1 The ongoing changing 
nature of home 
2.2 Useful home components 
2.3 Individualised strategies 
2.4 Improvising strategies 
Askham, 2007; Buri, 2000; Chung, 2013; Chung, 1997; de la 
Cuesta, 2005; Dröes, , 2006; Forbat, 2004; Kinney, 2003; Lach, 
2007; Nygård, 2008; Olsen, 1996; Olsson, 2011; O’Donnell, 2000; 
Richter, 1995; Redfern, 2002 ; Smith, 2001 
3 Adapting the physical 
space, objects  & 
behaviour 
3.1 Transformative strategies 
3.2 Behavioural strategies 
3.3 Subtractive strategies 
3.4 Additive strategies 
Aminzadeh, 2010; Askham, 2007; Baker, 2012; Boger, 2013; Buri, 
2000; Chung, 2013; Chung, 1997; Cott, 2013; de la Cuesta, 2005; 
de Witt, 2009; Dickson, 2012; Dodds, 1994; Drennan, 2011; Dröes, 
, 2006; Forbat, 2004; Harris, 2006; Hogan, 2003; Kinney, 2003; 
Lach, 2007; Nochajski, 2013; Nygård, 2008; Nygård, 2003; 
Nygård, 2002; O’Donnell, 2000; Olsen, 1996; Olsson, 2011; 
Olsson, 1998; Powell, 2010; Richter, 1995; Redfern, 2002; 
Rosenberg, 2012; Sixsmith, 2007; Smith, 2001; Taşcı, 2012; Toot, 
2013; Wherton, 2008; van Hoof, 2009; Vikström, 2005; Yang, 1997 
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2.4.1. Home as a paradox. This theme reports the experiences of living at 
home for people with dementia and their family carers and ways their home and hence 
their experience of it has changed over time. It presents a number of examples of 
tensions that have impacted on the meaning and experience of home. 
2.4.1.1 Home, sweet home. Home is a very important place with profound 
significance for people with dementia (Aminzadeh, 2010; Sixsmith, 2007). Home is 
associated with positive feelings for people with dementia and is the centre of their 
lives (de Witt, 2009). Home is a (a) centre of socialisation, (b) locus of autonomy and 
control, (c) locus of familiarity and constancy, (d) place of retreat, (e) repository of 
memories of life history, (f) site of the expression of personal interests and values, (g) 
site of the expression of functional competence and engagement in meaningful 
activities (Aminzadeh, 2010). Cherished personal possessions reveal a strong 
attachment to people’s home, displaying their interests, values and life achievements 
(Aminzadeh, 2010). Leaving their home was perceived by people with dementia as a 
death sentence (de Witt, 2009). 
2.4.1.2 Home experience disrupted. Dementia changed the way people with 
dementia and co-resident carers experienced their home and provoked a series of 
tensions and discontinuity (Kinney, 2003). Home became a paradox due to the 
disruptions caused by the adaptations and the psychological tensions, as home was 
experienced not only as a place of strong attachment but also a burden (Aminzadeh, 
2010) and carers’ needs were weighed against their relatives’ needs (Olsson, 2011). 
Studies pointed to the disruption of the sense of homeliness (Aminzadeh, 2010); home 
was changing its homely character and gaining more of an institutional look, gradually 
becoming a place of negative experiences and a medicalised space, for example, 
bedrooms resembling a hospital room (de la Cuesta, 2005). From the carers’ 
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perspective, the findings highlighted the lack of privacy and personal space (physical 
and emotional) as a contributing factor to the home experience being disrupted (Dröes, 
2006; Spring, 2009; Olsen, 1996), smells and disposal of waste as distressing and 
embarrassing (Drennan, 2011), and feeling like a prisoner at home (Taşcı, 2012). 
Homes were transformed into hybrid places, ‘almost-homes’, where family life is 
combined with clinical care and identities were merged (de la Cuesta, 2005).  
2.4.1.3 Home tensions. There were three main tensions experienced at home 
that carers and/or people with dementia faced and tried to overcome: 
2.4.1.3.1 Tension between safety versus comfort: Maintaining safety was 
paramount (Kinney, 2003; Olsen, 1996; Richter, 1995) but it also was the reason for 
constant supervision and why adaptations were made (Kinney, 2003; Nochajski, 
2013), including to avoid falls and accidents (Dickson, 2012; Kinney, 2003; Olsen, 
1996; Spring, 2009; Toot, 2013). Constant surveillance was perceived as anathema for 
carers that disrupted the sense of homeliness (Askham, 2007). Risk managing 
activities (such as locking or hiding hazardous objects, controlling objects and 
environment), being surrounded by nursing equipment, and lack of social visits were 
limiting home comfort for carers (de la Cuesta, 2005). The home was put in the 
service of the person with dementia to enable them to stay healthy and safe at home 
for longer, which impacted on carers’ experience and comfort at home (de la Cuesta, 
2005). The constant checking of the environment worrying that something might go 
wrong and that their safety will be jeopardised, was the reason for the person with 
dementia affecting their peace and comfort at home (de Witt, 2009). Additionally the 
presence of supportive professionals was sometimes viewed as intrusive for both 
people with dementia who lived alone (Aminzadeh, 2010) and for carers (Dröes, 
2006). Homes that provided the opportunities for privacy (e.g. creating retreat spaces 
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for the person with dementia) were considered easier to provide care (Olsen, 1996) as 
carers needed to find a balance between monitoring and the need for some personal 
space and time. Use of different technologies was perceived with mixed feelings: 
some were considered as very valuable, providing freedom, reassurance and continuity 
at home1 (Kinney, 2003; Toot, 2013); some were viewed as a threat to privacy2 
(Powell, 2010), or non-significant3 (Nygård, 2008). 
2.4.1.3.2 Tension between familiarity versus adaptations: the findings 
indicated the need to keep the home familiar for the person with dementia to help 
optimise their functioning levels, and on the other hand to implement adaptations to 
promote safety and well being. Some carers feared causing confusion to their relative 
if they were to implement changes at home (de la Cuesta, 2005). Professionals also 
thought that home changes could cause confusion (Toot, 2013). This perception 
seemed to apply for established routines as carers perceived any deviation to their 
routines as negative (Redfern, 2002). Simple and practical adaptations, such as putting 
up railings, or installing a microwave, were considered appropriate as they did not 
threaten the independence of the person with dementia (Cott, 2013). The home 
environment could be enabling in the sense that it could encourage independence and 
engage the person with dementia in meaningful activities, but at the same time remain 
familiar and comfortable (Olsen, 1996). Some people with dementia saw simplifying 
and downsizing as a relief, as keeping the home as it used to be, became increasingly 
difficult to manage (Aminzadeh, 2010). 
2.4.1.3.3 Tension between risks versus independence: the findings revealed 
tension between preventing risks and encouraging independence and autonomy at 
                                            
1 e.g. intercom, baby monitor, alerts, pagers 
2 e.g. video-camera monitoring 
3 e.g. if not longer needed or if perceived too challenging 
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home. Concerns over the safety of the person with dementia were the main reason that 
carers implemented risk strategies, although people with dementia living alone did not 
always recognise risk (Cott, 2013). Carers struggled to find risk-balancing strategies 
and constantly renegotiate acceptable and unacceptable risks (Cott, 2013). Some 
carers, who were concerned with their relative’s safety, decided to use controlling 
strategies (e.g. blocking, restricting access, and locking). Such strategies provided 
peace of mind for the carer, reduced uncertainty (Buri, 2000) and prevented risks 
(Nygård, 2002); however they also minimised the autonomy and ability of their 
relatives to move freely at home (Buri, 2000; Chung, 1997; Dodds, 1994; Olsen, 1996; 
Olsson, 2011). Because these strategies were either not easily acceptable to the person 
with dementia or challenging their independence and thus upsetting them, in some 
cases carers valued the independence of their relatives higher than the risk and chose 
not to implement the strategies (Cott, 2013). The use of technologies was considered 
to promote safety and ensure continuity of daily activities in a less restrictive 
environment (e.g. alarms), but in some cases restrict the independence (Kinney, 2003; 
Nygård, 2008). Some carers were more likely to use an assistive device to perform an 
activity safely, even if they were not completely satisfied with the device, for example 
a bathing device (Nochajski, 2013). Although safety is paramount, the findings 
indicated that the home environment could be enabling rather than unnecessarily 
restrictive in order to promote the strengths, independence and meaningful activities 
for the person with dementia (Olsen, 1996). Another strategy highlighted was creating 
safety zones within the home that the person with dementia could use safely (Olsen, 
1996). 
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2.4.2. There is no magic formula. This theme reports that life at home with 
dementia can be unpredictable and ever changing and hence there is no magic solution 
to solve potential home challenges. Rather, adapting the home environment to meet 
both the needs of the person with dementia and their co-resident carer(s) is an 
ongoing, personalised and often improvised process.  This theme also describes some 
environmental elements that are perceived as helpful in home dementia care.  
2.4.2.1 The ongoing changing nature of home. The home environment 
becomes more challenging as the dementia progresses. The timing, way and extent 
that the home needs adapting depends largely on individual cases, influenced by the 
type of dementia, progress, type of housing, and finances. As a result, there is no 
unique solution or strategy (Olsen, 1996); rather adapting the home requires an 
ongoing and personalised procedure, and home needs to be a hybrid space to 
accommodate changes (de la Cuesta, 2005; Forbat, 2004; Olsen, 1996). 
2.4.2.2 Useful home components. The included studies highlighted some 
general components in the home environment that would make life with dementia at 
home much easier. For example, the layout was perceived as important to make home 
totally accessible and adaptable to accommodate changes over time, especially at the 
later stages of dementia when both mobility and cognition can be severely affected 
(Olsen, 1996). This means enabling access to and within the house, for example 
accessing the entrance of the home or access to outdoors (Olsen, 1996). The bathroom 
needs to be accessible and spacious to accommodate adaptations, such as entering the 
bath/shower via aids or on wheelchair (Olsen, 1996). Accessible and adaptable design 
reduces emotional and physical demands for the carer, while encouraging comfort and 
independence for the person with dementia (Olsen, 1996). For people with dementia 
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windows became focal points and provided company and access to the outside world 
(de Witt, 2009). 
A useful layout was perceived as one that includes a toilet and shower located 
on the same level/floor (Forbat, 2004; Olsen, 1996), a ground floor laundry (Olsen, 
1996), and a lay-out that is compact, easy and on one level without stairs (Olsen, 
1996). Multi-level design was perceived as unhelpful as it did not support easy 
surveillance (Askham, 2007) and stairs were perceived as a potential falls risk (Chung, 
2013). Small and divided rooms were also perceived as unsupportive of supervision at 
home whereas an open layout was perceived as helpful because it enhances visibility 
and hence makes monitoring and interaction for the carer easier, and fosters 
reassurance for the person with dementia (Olsen, 1996; Askham, 2007). However, in 
terms of safety, one study reported that closed off rooms (especially the kitchen) is 
ideal (Olsen, 1996). 
Another crucial home element was having adequate space. This was perceived 
to be important and therapeutic to: serve changing needs (de la Cuesta, 2005; Olsen, 
1996), support caring by providing space for wandering safely (Olsen, 1996), afford 
retreat space for the person with dementia to sustain personhood (de la Cuesta, 2005), 
and provide an extra bedroom for carers to sleep if necessary as well as providing 
some privacy (Olsen, 1996). Caring in a small apartment or small house was perceived 
as difficult, whereas bigger space extended the duration of care in the home (de la 
Cuesta, 2005). However, a single study highlighted that some carers considered 
moving to a smaller accommodation as a better caring option (Lach, 2007).  
2.4.2.3 Individualised strategies. Family carers adapted their space to: prevent 
harm, make the home practical and safe, promote autonomy, overcome architectural 
limitations (Chung, 2013; de la Cuesta, 2005), and preserve order (O’Donnell, 2000). 
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In order to be effective, adaptive strategies need to be individualised (Richter, 1995) 
and responsive to specific situations (Redfern, 2002). Professionals reported that 
strategies needed to be geared to the changing needs of the person with dementia 
(Dröes, 2006). 
2.4.2.4 Improvising strategies.  Studies highlighted that carers had 
implemented various improvisations and tricks to tackle particular challenges at home 
related to safety, communication, and convenience. One study pointed to the 
resourcefulness of carers and their ability to create therapeutic possibilities in the 
home setting (de la Cuesta, 2005). Often carers became inventive via trial and error 
and without professional input (Chung, 2013; de la Cuesta, 2005; Kinney, 2003; 
Olsen, 1996; Richter, 1995). For example, many publications gave examples of how 
carers transformed household goods into safety features and/or technological objects, 
like coming up with their own safety alarms, i.e. adding door chimes to discourage 
their relative’s wandering (Buri, 2000; Chung, 1997; de la Cuesta, 2005; Olsen, 1996; 
Olsson, 2011; Smith, 2001). When personal and social resources were limited, carers 
had the extra burden of improvising solutions and equipment (de la Cuesta, 2005). 
One study reported that people with dementia themselves also invented their own 
solutions using technologies to overcome daily problems (Nygård, 2008). 
 
2.4.3. Adapting the physical space, objects and behaviour. This theme collates 
a number of strategies proposed in the included studies to make life with dementia 
better at home. Adjusting the physical environment (spaces and objects) and behaviour 
was necessary to facilitate various aspects of daily life (occupations, communication, 
routines, autonomy), prevent or manage behavioural symptoms (wandering, 
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confusion, agitation), facilitate care, surveillance, and home safety, and reduce carers’ 
stress. 
2.4.3.1 Transformative strategies: Adjusting the home space and objects was 
widely reported as s helpful strategy in the reported studies. This was implemented in 
order to provide space, supervision and comfort. Examples are: creating wider 
doorways, extending landings, repositioning objects and furniture, adjusting the light 
(especially night lights for orientation), changing the functions of rooms (for example 
to create retreat areas, secure outdoor decks, screen porches, relocate to another room), 
and adjusting the mirror to assist with monitoring (Askham, 2007; Buri, 2000; de la 
Cuesta, 2005; Dodds, 1994; Lach, 2007; Nochajski, 2013; Nygård, 2003; Olsen, 1996; 
Vikström, 2005). 
2.4.3.2 Behavioural strategies. Maintaining familiarity, habits, regulated and 
simple routines, setting up systems, and keeping the aesthetic aspects and order in the 
environment (items and favourite furniture in specific locations) was important to 
carers and people with dementia (Askham, 2007; Buri, 2000; de la Cuesta, 2005; 
Dröes, 2006; Harris, 2006; Hogan, 2003; Nygård, 2002; Nygård, 2003; Nygård, 2008; 
Olsen, 1996; Olsson, 1998; Redfern, 2002; Richter, 1995; Smith, 2001; Taşcı, 2012; 
Wherton, 2008). However, in one publication (Redfern, 2002) some carers mentioned 
that they objected to keeping the routine. In maintaining the home’s aesthetics, 
religious objects and ornaments were considered to add a more home-like atmosphere 
(de la Cuesta, 2005) and compensate for the institutionalised appearance. Another 
study (Wherton, 2008) reported that unfamiliarity (e.g. new appliances with which the 
person with dementia would be unfamiliar) could be a useful strategy to prevent risk 
and minimise the likelihood of the people with dementia using them. 
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Apart from maintaining familiarity, a number of other controlling and 
monitoring strategies were reported in the included studies. These were: using 
furniture to block access (Dodds, 1994; Buri, 2000), controlling or locking the use of 
appliances (de la Cuesta, 2005; Nochajski, 2013; O’Donnell, 2000; Olsen, 1996; 
Smith, 2001; Taşcı, 2012; Toot, 2013; Yang, 1997), controlling water use and 
temperature (Lach, 2007; Olsen, 1996), controlling radiator temperature (van Hoof, 
2009), locking the electric box (Yang, 1997), controlling or locking the exit/access to 
spaces and objects (Askham, 2007; de la Cuesta, 2005; de Witt, 2009; Dickson, 2012; 
Dodds, 1994; Lach, 2007; Nygård, 2002; O’Donnell, 2000; Olsen, 1996; Olsson, 
2011; Richter, 1995; Smith, 2001; Taşcı, 2012), installing gates or folding doors 
(Olsen, 1996), using childproof locks (Olsen, 1996; Olsson, 2011), just shutting the 
door (Dodds, 1994), or removing keys from doors (O’Donnell, 2000). However, one 
study (Taşcı, 2012) reported that locking doors made the person with dementia panic. 
From the carers’ perspective, leaving the door ajar (Buri, 2000) was also useful to 
monitor the person with dementia.  
2.4.3.3 Subtractive strategies. These types of strategies included: removing 
items and replacing items (e.g. rugs, flooring), de-cluttering and house cleaning 
(Aminzadeh, 2010; de la Cuesta, 2005; Dickson, 2012; Lach, 2007; Olsen, 1996; 
Taşcı, 2012), hiding and disguising objects and spaces (Lach, 2007; Olsen, 1996), 
reducing distractions and avoiding exposure to irrelevant or multiple (visual and/or 
auditory) stimuli (Nygård, 2002; Richter, 1995; van Hoof, 2009; Vikström, 2005). A 
home environment, which is too noisy or too busy, was considered to be negative 
(Dröes, 2006). 
2.4.3.4 Additive strategies. This subtheme involves two main additive 
strategies: (1) compensating using senses and (2) the introduction of assistive devices 
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and equipment. Compensating via senses included using auditory, tactile and visual 
cues as reminders (Nygård, 2002; Nygård, 2003) to support the person with dementia 
with memory problems and engaging in tasks. Visual cues were particularly reported 
as easy and helpful, such as leaving objects (e.g. pills, clothes) in the open (Cott, 2013; 
Nygård, 2002; Redfern, 2002; Wherton, 2008; Vikström, 2005), leaving notes on a 
diary, calendar and/or on a board (Boger, 2013; Nockajski, 2013; Nygård, 2002; 
Nygård, 2003; Wherton, 2008), using signs, labels, and pictures (Askham, 2007; 
Boger, 2013; Dodds, 1994; Drennan, 2011; Lach, 2007; Nockajski, 2013; Olsson, 
2011; Rosenberg, 2012; Toot, 2013; Yang, 1997). However, one study (Nochajski, 
2013) mentioned that labelling was a helpful visual strategy only at the early stages of 
dementia. In some cases, colour was helpful in finding items easily (Boger, 2013; 
Nygård, 2003; Olsen, 1996;). In terms of acceptability, two studies reported that carers 
disliked some visual aids such as communication books and reality orientation 
calendars (Nochajski, 2013), and orientation / location pictures, for example pictures 
of toilets (Drennan, 2011).  
For people with dementia, television and radio provided company and a means 
of connecting with the outside world (de Witt, 2009). Music was used to motivate and 
engage people with dementia in daily activities and/or offer mental stimulation and 
reminiscence (Baker, 2012; Chung, 2013; de la Cuesta, 2005; Sixsmith, 2007), and to 
enhance both the carers’ and the relatives’ mood and wellbeing (Baker, 2012; Chung, 
2013; O’Donnell, 2000; Sixsmith, 2007). A single study (Chung, 2013) reported that 
using music was not found helpful for the person with dementia as he could not enjoy 
it anymore. Finally, in terms of the olfactory environment, room sprays were used by 
carers to cover unpleasant smells (Drennan, 2001). 
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The second additive strategy was introducing technologies (everyday and 
specialist assistive devices) and equipment. Everyday technologies, for example 
microwaves, torch, washing-machines (Boger, 2013; Kinney, 2003; Nygård, 2008; 
Powell, 2010; van Hoof, 2009), and a variety of alerting devices (including baby 
monitors, intercoms, alarms, pagers, telecare and security systems with motion 
detectors, fire and gas detectors) were highlighted in included studies (de la Cuesta, 
2005, Dickson, 2012; Forbat, 2004; Kinney, 2003; Lach, 2007; Olsson, 2011; Powell, 
2010; Toot, 2013; Yang, 1997). Memory aids (such as medication dispensers, timers, 
time orientation devices and computers) were a useful resource for people with 
dementia and their carers (Boger, 2013; de Witt, 2009; Harris, 2006; Nochajski, 2013; 
Nygård, 2002; Nygård, 2008; Rosenberg, 2012). However, studies highlighted mixed 
perceptions over the usefulness of technologies depending on context and need 
(Kinney, 2003; Nygård, 2008; Nygård, 2002), as some devices were regarded as too 
complicated to be used by the people with dementia (Nygård, 2008, Rosenberg, 2012; 
Wherton, 2008), especially if perceived as stigmatising and not embodied in daily 
routines (Rosenberg, 2012). An electronic calendar is an example of this with some 
studies reporting users’ satisfaction (Boger, 2013; Rosenberg, 2012;) and some not 
(Nochajski, 2013). Similarly, television was perceived as offering mental stimulation, 
company and comfort for some people with dementia (Boger, 2013; Buri, 2000; 
Chung, 2013; de Witt, 2009; Dickson, 2012; Dodds, 1994), whereas for some it was 
perceived as too difficult to follow (Nygård, 2002; Richter, 1995).  Additionally, 
carers mentioned that they liked ‘low-tech’ solutions (Powell, 2010), and some 
rejected falls detectors (Boger, 2013), alarms (Yang, 1997), and medication devices 
(Kinney, 2003; Nochajski, 2013). 
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In addition, the use of equipment was highlighted as a useful strategy, 
including bathing and toileting equipment, such as handrails, grab rails, hydraulic bath 
lift, roll-in or walk-in shower, bath bench, hand-held shower, portable grab rail, 
shower bar and seat, commodes, and raised toilet seats (Dickson, 2012; Drennan, 
2011; Forbat, 2004; Lach, 2007; Nochajski, 2013; Olsen, 1996; Smith, 2001; Yang, 
1997). A range of other equipment was reported as useful, such as hospital beds 
(Chung, 2013; Olsen, 1996; Smith, 2001; Yang, 1997), furniture and mattress 
coverings and incontinence pads (Drennan, 2011), handrails and bannisters around the 
home (Olsen, 1996), bed and chair lifts (Drennan, 2011), walkers (Nochajski, 2013), 
ramps (Olsen, 1996; Smith, 2001), and special chairs (Olsen, 1996). One study 
(Forbat, 2004) reported that the lack of grab rails is a barrier adding to the carers’ 
burden. Although generally acknowledged that equipment enhances independence and 
functionality, studies also reported that some carers perceived some equipment (e.g. 
the hand-held shower, bed guard, bath bench) as unhelpful (Cott, 2013; Nochajski, 
2013), or unacceptable, for example, the commodes (Drennan, 2011). Studies also 
reported that people with dementia might not recognise (Noskajski, 2013) or like some 
equipment, for example, the hospital bed (Chung, 2013) and the raised toilet seat 
(Cott, 2013). 
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Table 2.7. Quotations from Included Studies to Support Themes And Subthemes 
Key themes Subthemes Quotations 
1. Home as a 
paradox 
Home sweet home 
The notion of moving out was like a death sentence for Keisha. ‘And when they 
mention about me moving out it was just like, you might as well kill me. Cause I, I 
wouldn’t have stood it (de Witt, 2009). 
 
Home experience 
disrupted 
Patients and their families became secluded, as the home was no longer designed to 
entertain visitors. When asked if people came to visit, Tulia answered: “No. Visitors 
(visitas) are not really coming; few people outside the home come here to visit” (de la 
Cuesta, 2005). 
“In fact, I do need therapy, too. I mean if there are not two or three 
people to care for the patients, you are psychologically affected. I am 
a prisoner at home. I go nowhere except the shopping centre. A 
prison” (Taşcı, 2012). 
Home tensions 
Kay further shared her experience with this risk and her disappointment that she was 
becoming worse: Sometimes you’d be doing something and I’d forget I got something 
on . . . as soon as the smoke got there it’s been a few times . . . and that’s [smoke 
detector] come on once or twice . . .. [my adult children] kept my oven off . . . . [there] 
could be a fire starting you know . . . I did enjoy baking but I don’t enjoy baking any 
more . . . . it was kind of disappointing that I was getting so bad that they would cut 
that off (de Witt, 2009). 
Describing a change of bedrooms, Veronica described the need to 
ensure that changes made to the home would preserve the ill person’s 
well-being. As she recalled: My mother slept in this room, and we 
said to her: “Amparo, go to the bedroom to put on your pyjamas.” 
But she did not go to the room where she was sleeping, but to the 
other one where she used to sleep. She sort of knew: “This is my 
bedroom.” She has slept there all her life, and when we changed it, 
she knew that this was really her bedroom (de la Cuesta, 2005). 
2. There is no magic 
formula 
Ongoing process 
Many carers spoke of the need for structural changes in their homes to enable their 
relative to use the toilet as much as possible. This ranged from minor changes such as 
fitting grab rails and modifying toilets, to major structural alterations such as building 
new ground-level bathrooms (Forbat, 2004). 
 
SYSTEMATIC REVIEW OF THE HOME ENVIRONMENT   58 
 
Personalised strategies 
Although participants supervised their relatives with dementia almost all the time, they 
found that accidents still happened. Thus, participants devised some interventions to 
prevent carers from any potential accidents. One participant hung a bell on the door to 
prevent his wife with dementia from wandering out without his notice (Chung, 1997). 
 
Home improvisations 
Relatives also invented their own nontechnical solutions to increase security for the 
person with dementia and for themselves. They hoped that these solutions would 
minimize or completely prevent the risk of the person with dementia leaving home on 
his/her own. I come up with my own alarms, a stool or bench in front of the door, a 
bunch of bells on a band that falls to the ﬂoor when someone uses the door handle 
(Relative 3) (Olsson, 2011). 
“One has to have many clues with them [relative with dementia]; one 
has to invent many things” (de la Cuesta, 2005). 
Important home 
components 
“She does not get lost anymore, not in this moment, but I would not move out with her 
because in an apartment or in a small house it would be very difficult; it has to be big 
spaces, a pretty big home [like the one in which they are living] and I think this 
[having space] has served for her to last so long” (de la Cuesta, 2005). 
As one wife carer said, ‘You go upstairs to do a job and you’re not up 
there two minutes when he’s calling and wanting me. So down I 
come. I go up-and-down those stairs so many times during the day’ 
(Askham, 2007). 
 
 
3. Adapting the 
physical space and 
objects at home 
 
 
 
Transformative 
strategies 
The caregiver showed signs of adapting the physical space and objects in the 
performance area through providing space, removing irrelevant objects, and placing 
objects relevant to the activity forward (Vikström, 2005). 
Adela and her husband moved their bedroom to be close to her 
mother so they could hear her at night if she needed help (de la 
Cuesta, 2005). 
Behavioural strategies Following the same habitual pattern and sequences of activities were commonly 
spoken of as a powerful strategy. For one participant, the daily routines were even 
described as "making rituals" (Nygård, 2002). 
As long as she is in familiar surroundings, she does rather well in 
ﬁnding her way around. Even at night, she can still ﬁnd her way to 
the toilet or bathroom and gets into bed again. But once she gets into 
a strange environment, then that’s a totally different matter (Study 2: 
Caregiver) (Wherton, 2008). 
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 3. Adapting the 
physical space and 
objects at home 
Subtractive 
Several caregivers removed objects that their loved ones could trip over (eg, throw 
rugs, ottomans, magazine racks) or break (eg, knickknacks, ashtrays, display plates) to 
create safe wandering paths (Olsen, 1996). 
He kept on his winter coat for long, as well as his gloves. I put away 
the winter coat for a while, in order for him not to see it anymore so 
that he won’t ask for it. There is only one coat on the coat rack, else it 
is too confusing (van Hoof, 2009). 
Additive strategies 
‘I have to motivate him to do something… He always loved music, but there was one – 
It is the Ink Spots. If I wanted him out of bed, wanted him to do anything, to go for a 
walk, the Ink Spots… when he heard the Ink Spots it was amazing and suddenly his 
face was calmer, I mean, …something clicked and then he would get up and then I 
could dress him and we would have breakfast, and then he was happy. And if you had 
him in that mood, that happy, then you can suggest, we went for a walk – that music – 
it was just the motivator’ (Chung, 2013). 
Family carers and staff highlighted the value of assistive technology 
such as gas detectors, alerts/pagers and movement detectors. One 
carer said, ‘If you are worried about somebody getting out of bed, or 
getting out of a chair, like I was, they are absolutely brilliant. It 
actually gave me a bit more freedom as well (Toot, 2013). 
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2.5 Discussion 
This review aimed to gather evidence on how people with dementia and 
their carers experience their home environment and how best to provide a 
dementia- and caring- friendly home environment. We set out to understand the key 
barriers and facilitators for caring for a person with dementia at home. As 
highlighted in the findings, home is a very important setting and is likely to change 
significantly over the progressive course of dementia. Broadly speaking, there is no 
panacea or magic solution. Dementia presents with unique vulnerabilities, which 
added to an individual’s situation and the residence’s characteristics, makes it 
difficult to draw conclusions on what may be the definitive barriers and facilitators. 
However, this review highlighted a number of environmental elements that 
considerably affect life at home: the home’s accessibility, size, layout and general 
aesthetics. For example, homes without stairs, with adequate light and windows to 
outside, with an open floor plan for easy surveillance, but also with retreat areas for 
privacy for the person with dementia and the co-resident carer(s), are generally 
regarded as helpful. 
The findings also highlighted that the home environment is a very useful 
element in dementia care that should not be underestimated. It can offer some 
easily implemented and low cost strategies (e.g. labelling cupboards, covering 
mirrors), but it can also be ideal for reminiscence activities as it is full of cherished 
objects and photographs, a finding consistent with previous quantitative studies 
(Gitlin et al., 2003; Gitlin, 2007; Safran-Norton, 2010; van Hoof & Kort, 2009; 
Wherton & Monk, 2008). The majority of the environmental strategies were 
perceived as helpful, although there were some exceptions (e.g. use of technologies, 
use of music). This may reflect the idea that there are large individual differences 
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and strategies can be useful to some people when dealing with certain difficulties in 
certain stages of dementia. Perhaps when strategies become too complicated or 
time consuming, they would not be perceived as useful. It may also indicate that 
people follow professional recommendations, without considering them helpful, 
perhaps because they perceive them as stigmatising or not satisfying their personal 
circumstances and needs (Cott & Tierney, 2013; Forchhammer, 2006). 
In creating an enabling environment, people with dementia and carers may 
experience a number of tensions resulting from competing imperatives (e.g. safety 
versus comfort). There is often a fine line between balancing safety, independence, 
respect, and privacy while considering the needs of all inhabitants. For example, it 
has been suggested that blocking by using furniture may be an easy way to prevent 
risks but it can also be dangerous as it gives the false impression of safety and if 
used inappropriately it may result in restricting the ability to move about freely 
(Buri & Dawson, 2000).  
 
Strengths and Limitations 
This review offers two unique contributions. It is the first review to present 
up-to-date evidence on the barriers and facilitators of the home environment in 
dementia care. The review examined the impact of the home environment in a 
holistic way, examining various housing aspects (e.g. layout, size), environmental 
strategies (e.g. use of lighting, assistive technologies), as well as the personal 
experiences of how the home environment might change for people with dementia 
and carers.  Incorporating international publications and searching databases that 
included grey literature (e.g. dissertations, conference proceedings, reports), this 
review provides compelling evidence to assist people with dementia, their families, 
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and health and social care professionals in creating an enabling home environment. 
The systematic and comprehensive search, the inclusion of a large number of 
studies (the majority of high quality) and the strong principle themes (even after 
performing the sensitivity analysis) that were also validated by public engagement, 
suggest that the findings are robust. Thematic synthesis is a well-recognised 
method and used to analyse the included studies. The themes of this review align 
with the environmental press theory that argues that environmental demands are 
inextricably linked to the individual’s needs and hence the environment needs to be 
modified to match individual competences and challenges (Wahl & Weisman, 
2003). The findings of this review offer further evidence for this theory’s 
applicability in dementia care and research. 
This review has some limitations that are worth considering. The subjective 
nature of qualitative research means that many issues may not have been reported 
or missed in the publications and/or in our synthesis. Some studies reported 
positive appraisal of implemented environmental strategies, although researchers 
were not able to observe and confirm the actual use of these, as the majority of 
studies used traditional (sedentary) interviews. Although we included German and 
Greek studies, the majority of the studies retrieved were in English and this might 
have limited the included data and thus findings may be relevant only to specific 
participants and cultures. We did not contact key authors and organisations directly 
to gain further information as initially intended, due to resource constraints. 
Included studies were published from 1994 to 2013, covering a period of 20 years 
of research. Updated legislation and technological achievements suggests that 
practices may have changed since the earlier studies, and perhaps some of the 
strategies are now obsolete.  
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Thematic synthesis has been accused of de-contextualising findings as 
reviewers interpret themes from one setting to another, which may not be 
applicable. Thomas & Harden (2008) argued that reviewers need to check whether 
their themes can be transferable and valid and also that the readers need to judge if 
the context of the synthesis is useful to their own situation. Because some of the 
included studies did not score highly in quality assessment, and some lacked 
information on methodological aspects (e.g. recruitment and analytical methods), 
this might have affected the depth and relevance of the findings of these studies. 
Particularly, the relationship between researcher and participants was not reported 
in the vast majority of the included studies that may have affected the validity, 
which is a significant limitation. Thus, generalisation is limited as these findings 
may be relevant only to specific populations. However, the broad themes of this 
review were discussed in a workshop with family carers, who offered some 
confirmation of transferability. 
Finally, we aimed to include international qualitative literature to enable 
comparisons across different cultures and countries, which was not feasible. From 
the included studies, only 15 reported the ethnicity of participants, which did not 
allow a rigorous comparison.  
 
Implications for practitioners 
This review examined the importance of the home environment in dementia 
care and support. Our findings are unlikely to be applicable to all people with 
dementia and their families, but could provide guidance and ideas for acceptable 
ways to promote a dementia- and caring- friendly home environment. The 
uniqueness and progressive nature of dementia dictates that one technique that may 
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work today, may need to be adapted or not be working by next month. Similarly, 
what works for one individual, may be unacceptable for another. Health and social 
care professionals should be careful when suggesting adaptations for carers and 
people with dementia, bearing in mind the stage, meanings, preferences and 
readiness of the users. Adaptations and assistive devices should be introduced 
within an individualised context that fits the person’s values and routines and with 
appropriate timing. It is necessary that users understand the strategies and accept 
the need for their use, feel in control, and incorporate them in their daily routine; 
otherwise they are likely to reject them. This perhaps becomes more complex and 
challenging when practitioners have to balance the needs and preferences of people 
with dementia and those of their residing carers. 
There is also a need for more guided information and education on available 
strategies and devices and a continuous assessment of needs for both the carer and 
the person with dementia to support them throughout the journey. In their daily 
battle to maintain order and safety at home, carers assume the role of a psychologist 
(evaluating their relatives’ mood and behaviour), therapist (engaging their relatives 
in meaningful activities), nurse (administering medication and hands-on care) and 
engineer (improvising technical solutions), in addition to taking up extra roles and 
responsibilities in their household (e.g. cooking, cleaning). Given that this group of 
carers are likely to be of older age, perhaps reluctant to accept professional help 
(Cameron, Aggar, Robinson, & Kurrle, 2011), it is not surprising that they are 
likely to experience more stress and burden than other types of carers (Argimon et 
al., 2004), which suggests that ongoing support is needed. Unmet needs of family 
carers may impact on their ability to provide care for longer (Afram et al., 2014). 
Individually tailored continuous assessment and support could enable people with 
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dementia to stay in place for longer without adding additional burden to the carer to 
monitor and adapt the home environment, and without reaching the point of using 
extreme controlling strategies, which are not endorsed by professional bodies. 
Furthermore, there is a need to reach people with dementia and their carers in time 
and increase their awareness of potential environmental strategies, and how to 
manipulate the environment in different ways and in different stages.  
The findings of this review also offer evidence to housing policy makers, 
commissioners and architects, who need to take into consideration the unique 
challenges of dementia and consider important home components, such as adequate 
size, layout and accessibility. By considering these aspects, future housing should 
be more ageing and caring friendly to correspond to the needs of our ageing 
society. Future carers will clearly benefit from the adaptability and hybridity of 
their homes and people with dementia could enjoy a better quality of life at home. 
 
Future research 
This review identified very little research on the meaning of home for carers 
of people with dementia. It was surprising that not many studies examined the 
views of health and social care professionals on the role of the home environment 
in dementia care. Future research should involve carers and practitioners to bring 
more light into their perspectives, as they are key in promoting strategies. It would 
also be helpful to investigate the various tensions experienced within the home, for 
example how carers make decisions over the strategies used and the potential 
ethical dimensions of these decisions. When involving people with dementia, 
researchers should present details of the relationship between them and the 
participants to add validity to findings. Most of the studies included in this review 
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were focused on safety promotion. Future research should also look for elements 
promoting comfort in addition to safety in order to address all aspects of the home 
experience for both people with dementia and their family carers. Also of interest 
would be a study to explore the role of home space, acceptable strategies and the 
meaning of home for minority ethnic groups. Future research should address the 
barriers to adopting professionals’ recommendations and implementing 
environmental strategies, and ways to promote continuous formal services. Future 
studies could also benefit from the use of walking interviews (Carpiano, 2009), a 
useful method to contextualise participants’ lived experiences and overcome any 
uncertainties over the actual use of discussed strategies. The direct observation 
afforded by walking interviews removes any speculation of whether participants 
actually use solutions or are merely giving the ‘right’ answer.  
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3.1 Abstract 
 
Introduction: The home remains the preferred site for ageing and care provision, 
yet its role and meaning for caregivers remains under-studied.  
Design and methods: Thirteen co-resident family caregivers of people with 
dementia were interviewed about the personal meaning of their home environment. 
Interviews were recorded, transcribed and analysed using thematic analysis.   
Results: The findings revealed that ‘home is everything’ for caregivers and 
included two major themes, each with two sub-themes: 1. The different meanings of 
home: 1.1 home as a secure haven, and 1.2 home looks like a hospital, feels like as 
a prison. 2. Perceived impact of home: to move or not to move? 2.1 need for 
relocation, and 2.2 staying in place but redefine the home environment.  
Conclusions: The findings provide insights into the meaning of home and ways it 
may change, and identify areas for further exploration and also practical support for 
co-resident caregivers in their own homes. 
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3.2 Introduction 
 
Dementia is a public health priority affecting millions of people globally 
(Prince et al., 2015). Although of great benefit for patients and society, caring for a 
person with dementia can often be at considerable cost for the caregiver, affecting 
their physical and mental health, social interactions, finances, and quality of life 
(WHO, 2012). In particular, cohabiting caregivers are likely to experience 
depression and anxiety (Mahoney, Regan, Katona, & Livingston, 2005), and feel 
stuck in their role (Landmark, Aasgaard, & Fagerstrom, 2013), although they are 
considered to provide protection against admission to a care facility (Banerjee et al., 
2003). Unlike formal or other family caregivers, co-resident caregivers cannot ‘go 
home’ at the end of the shift or end of the day (Mahoney et al., 2005).  
Given the increasing rise of dementia and community care policies that 
emphasise the need to support people at home and ageing in place, studies have 
investigated the role of the home environment in health and wellbeing 
(Vasunilashorn, Steinman, Liebig, & Pynoos, 2012). Home is an important and 
meaningful place for people of all ages and cultures, especially for older people, as 
it is the primary setting for ageing. Home holds multiple psychological meanings 
and values (Moore, 2000), promoting feelings of safety, security, control, freedom, 
and providing shelter, refuge and retreat for the self (Rubinstein, 1989; for a 
literature review see Després, 1991and Mallett, 2004), linking our past experiences, 
preserving and providing continuity of our self-identity (Chaudhury & Rowles, 
2005; Tanner, Tilse, & de Jonge, 2008).  Research has highlighted the importance 
of cultural, social and political norms in conceptualising the notion of home 
(Moore, 2000; Seo, 2010) and its potential effect on ontological security, health and 
wellbeing (Shaw, 2004).  Home becomes the centre of life for older people due to 
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increased time spent indoors, established social links and also due to health and 
mobility difficulties (Chaudhury & Rowles, 2005; Dahlin-Ivanoff, Haak, Fänge, & 
Iwarsson, 2007; Haak, Ivanoff, Fänge, Sixsmith, & Iwarsson, 2007; Oswald & 
Wahl, 2004; Saunders, 1989; Swenson, 2010). Older people are attached to their 
homes and more committed to remaining in place. As Saunders (1989; p.183) has 
put it, “for the young, the home is a point on housing career trajectory; for the old, it 
is the end point of such a trajectory”. Especially for family caregivers of people 
with dementia who spend a lot of time indoors, the interior home space is 
significant as their ‘primary restorative context’ (Betrabet Gulwadi, 2009).  
A number of researchers have developed approaches to the evolving 
meaning of home and its multi-dimensional nature (Oswald & Wahl, 2004; 
Saunders, 1989; Sixsmith, 1986; Somerville, 1992), mostly including two principal 
dimensions of the meanings of home: (a) a socio-cognitive- psychological 
dimension, associated with family, happiness, identity and privacy, and (b) a 
physical/spatial dimension, associated with shelter, security, comfort and relaxation. 
The meaningful relationship that people form between the social, physical, 
psychological, and personal dimensions of their ‘house’ to create a ‘home’ develops 
and intensifies throughout the life span (Gillsjö, Schwartz-Barcott, & von Post, 
2011; Swenson, 2010). It is closely associated with life stability, healthy ageing, 
and quality of life (Boström, Bravell, Lundgren, & Björklund, 2013). It also enables 
older people to feel safe (Petersson, Lilja, & Borell, 2012), and results in the 
‘feeling at home’, as a ‘perfect’ state of being (Zingmark et al., 1995). Disruptions 
of this feeling at home, most importantly, through relocation, may result in changes 
in wellbeing (Chaudhury & Rowles, 2005).  
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Home is an organic and transitional space, whereby its meaning(s) change(s) 
continuously. Home may acquire new personal significance or ambivalence to fit 
the psychological and functional needs in different life stages and circumstances in 
time and space (Angus, Kontos, Dyck, McKeever, & Poland, 2005; Oswald & 
Wahl, 2005; Rubinstein, 1990; Saunders, 1989). In long-term home care, 
‘institutionalisation’ of home (Milligan, 2003), especially when room functions 
have changed (e.g. the living room becoming a bedroom), home may cease to be a 
place of safety, control, sanctuary and privacy and may become a place of 
disability, intrusion and insecurity. The personal and homely atmosphere can thus 
change instead into a medicalised space (Tamm, 1999; Teeland, 1998), disrupting 
autonomy, identity and wellbeing, and compromising the value and meaning of 
home for both the individual and the family (Hawkins & Stewart, 2002), sometimes 
even upsetting familiar rhythms at home (Betrabet Gulwadi, 2013). Inhabitants may 
experience a ‘dis-location’ from home as it becomes a work place, like a hospital 
ward, when formal care is needed daily (Milligan, 2003) and increasingly loses its 
privacy, which is an essential aspect of the meaning of home (Teeland, 1998). 
Yet, modifications can strengthen the meaning of home as a place of 
security, control and comfort for older people, reinforcing their self-efficacy, 
restoring the homeostasis at home, and reducing the assistance required from their 
family caregivers (Tanner et al., 2008). Although the significance of the physical 
domestic environment is unquestionable (Gitlin, Liebman, & Winter, 2003; Shaw, 
2004; Soilemezi, Drahota, Crossland, & Stores, 2017), its meaning and role remain 
empirically under-studied.  
Aminzadeh and colleagues (2010) suggested that home adaptations or 
restrictions result in disorder or intrusion, and change the emotional meaning of 
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home for people with dementia. To our knowledge, since Rubinstein's (1990) 
research in the USA, which examined the meaning of home for both people with 
dementia and their family caregivers, there have been no primary studies exploring 
the meaning of home for caregivers of people with dementia and whether it has 
changed. The present study aims to address this gap by answering the following 
questions: 1. What does home mean to caregivers of people with dementia and how 
has it changed since they became caregivers? 2. What elements in their home 
environment are important and/or challenging for caregivers and why? 
 
3.3 Design and Methods 
 
This study is a part of a cross-sectional qualitative study that explored 
caregivers’ perspectives on both subjective (personal, social, psychological, 
existential) and objective (physical, structural, sensory and functional) aspects of 
housing. The present paper reports on the first aspect. In general, the study was 
informed by the person-environment fit model (ecological theory of ageing) 
developed by Lawton & Nahemow in the 1970s, which is the leading framework 
examining transactions between the older person and the environment (Gitlin, 2003; 
Kahana, Lovegreen, Kahana, & Kahana, 2003; Lawton, 1997). According to this 
model, environmental demands can often be the primary cause of both negative 
behaviours and poor outcomes for both the person with dementia and caregivers 
(Sadowsky & Galvin, 2012; van Hoof & Kort, 2009). This model proposes that the 
environment (not the person) should be modified to fit the person’s competences, 
and it has been widely used in research promoting environmental quality. 
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Phenomenological sedentary and walking interviews were used to explore 
the caregivers’ lived experience. Walking interviews, also known as “go-along” 
interviews, are traditionally used in geographical and urban planning, and are a 
novel approach in dementia research. In comparison with the traditional (static) 
interviews, walking interviews encourage participants’ ongoing contacts with their 
surrounding environment and elicit detailed, context-sensitive perceptions of spatial 
practices and their impact (Carpiano, 2009; Evans & Jones, 2011; Van Cauwenberg 
et al., 2012). Walking interviews combine field observation and interviewing and 
allow the researcher to observe the participants’ interactions directly in their natural 
setting (Carpiano, 2009). The environment acts as a prompt and offers stimuli for 
further discussion and questioning. According to Keady et al. (2012) walking with 
the participants “can illuminate the practical and subjective experience of moving 
around a familiar zone of experience and the biographical connections it holds” 
(p.160).  
Initially a purposive and convenience sampling approach was used, 
followed by snowball sampling and word-of-mouth referrals. Recruitment was 
carried out using community gatekeepers (Alzheimer’s Society, Care UK, and local 
community groups). Participants were unknown to the researcher prior to study 
commencement, but the majority of caregivers were known to services. Because 
this study was aiming to gather different perspectives, diversity in terms of types of 
accommodation, gender, age, years of caring, and location was desirable. 
Recruitment occurred between January and June 2013. 
After a pilot phase (December 2012) with two caregivers, eleven more 
caregivers were interviewed (N=13). The study included all participants who had 
contacted the researcher to express an interest in participating, apart from one due 
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to physical illness. Those eligible for inclusion were family co-habiting caregivers, 
living in Portsmouth and the surrounding area in the county of Hampshire (UK), 
who also had the mental capacity to consent at the time of the study. All 
participants were interviewed once. Each interview began by gathering basic 
demographic data and participants’ general views about their home environment, 
before walking around each room to discuss the environment in more depth. 
Interviews were digitally recorded and transcribed verbatim. The recorded 
interviews lasted 39 - 79 minutes (average 60 minutes). Participants were informed 
of confidentiality, anonymity issues and how the data would be managed. They 
were all allocated a number and names were removed from all written reports. 
The Faculty of Science Ethics Committee, Portsmouth City Council, 
members of the Engage (our public involvement panel) and informal caregivers 
reviewed the recruitment leaflets (Appendices G, H, I) before distribution. Potential 
participants received a study leaflet from their group coordinator within the relevant 
organisation explaining the study and inviting them to take part. Interested 
caregivers posted back a reply slip in a pre-paid envelope, indicating their 
availability. A mutually convenient time was arranged to visit caregivers in their 
residence. A few days before the interview, participants received a provisional 
interview schedule (Appendix J) to minimise anxiety and allow time for reflexivity 
and preparation. Previous environmental studies influenced the development of the 
interview schedule to capture challenges and tensions at home and understand 
participants’ experiences and interactions with their environment. Elements of the 
environment (e.g. photographs, equipment) were used as prompts, where 
appropriate, to understand how caregivers conceptualised and manipulated their 
home environment. On the day of the interview, the caregivers were contacted once 
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again to confirm their availability or to reschedule if necessary. Participants were 
encouraged to be seen alone where possible. In three interviews, however, the 
person with dementia was present throughout and in one arrived mid-way through 
the interview, but could not participate, as they had not given informed consent. A 
voucher was given to all participants as a ‘thank you’ gesture at the end of the 
study. 
The data were analysed using thematic analysis in six phases (Braun & 
Clarke, 2006; Appendix F), with the aid of QSR International's NVivo 10 Software. 
All transcripts and notes were repeatedly read and preliminary interesting points 
were written. Each line of each transcript was then read and coded to capture an 
interesting feature related to the research questions. Following that, an extensive 
number of initial codes were created that were grouped together to reveal a similar 
interesting point. These grouped codes (initial themes) were carefully checked back 
against each transcript to review the meaning and redefine it if necessary. The 
revised themes were then checked against all transcripts to ensure they relate back 
to the original text in a systematic and clear way. The themes were developed by 
first author (DS) and were later presented and discussed with all co-authors, who 
discussed their relevance and read several quotations that supported each theme. 
The final themes were then formed and written, making final refinements to keep 
the participants’ story as clear and vivid as possible. Original text extracts were 
chosen across participants to emphasise an important point and enrich the reported 
story. The first author (DS) designed the study and materials, conducted all 
interviews, data coding, analysis and write-up. She had previous research 
experience of interviewing participants and also clinical experience of supporting 
people with dementia.  
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Although the person-environment theory provided the general orientation, 
the place-identity theory developed by Proshansky, Fabian, & Kaminoff (1983) and 
the meaning of home theory developed by Somerville (1992) have informed more 
specifically the data analysis by raising awareness, refining of constructs, and 
framing the final themes. Place-identity theory links one’s identity with the space 
and place (‘place-belongingness’). Place-belongingness is a personal cognitive 
construction that is modified over the course of lifetime and evolves in response to 
continuous transactions with the physical and social world, providing symbolic and 
affective meanings of the environment, protecting self-identity and promoting 
wellbeing. According to this theory, people experience their physical settings by 
having good/bad feelings and attitudes about those settings, which can change over 
time. Places (one’s home, neighbourhood, etc) may change radically and so will 
one’s feelings and perceptions about them. Although it is a personal construction, 
other people’s thoughts about physical settings also play a role in shaping one’s 
place –identity.  Place identity has several functions: it provides an environmental 
past and compares familiar with unfamiliar day-to-day settings, it provides 
meanings to places to understand roles, behaviours and required functions, it helps 
in dealing with changes in the environment and dealing with others in our space, 
and protects against anxiety and other dangers (Proshansky et al., 1983). 
According to Somerville (1992) home is constructed through the interplay 
between three complementary dimensions (physical, social-cultural, and personal-
psychological). According to this theory, home is a multidimensional concept, with 
at least six or seven underlying concepts: shelter, hearth, heart, privacy, roots, 
abode, paradise. Home is a socially constructed concept incorporating both 
elements of ideality and reality (Somerville, 1992). 
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3.4 Results 
All 13 participants (9 female, 4 male) were White British and living with a 
person with dementia. One caregiver (CA02) was an adult daughter, who had to 
give up work after moving in with her mother; the rest were retired spouses (Table 
3.1). They had been caregivers for an average of 3.5 years (ranging from 1 to 6 
years). Participants lived in different types of accommodation that varied in type, 
layout and size, ranging from a one-bedroom apartment to four bedroom houses. 
Caregivers had been living in their current residence for an average of 18 years 
(ranging from <1 to 45 years). Six caregivers had lived long-term in the same 
property; six caregivers had moved and one couple (CA07) was looking to move to 
a more suitable accommodation. Eleven participants were providing assistance with 
activities of daily living (e.g. dressing, washing, cooking) as well as instrumental 
activities of daily living (e.g. medication, finances, shopping). Five female and one 
male caregiver were also assisting with toileting needs. Two caregivers reported 
that they were not providing personal care, but had taken over all other household 
responsibilities. Five caregivers mentioned receiving regular support from other 
family members (mostly from their sons and daughters) and occasionally from the 
neighbours. Two participants (CA06, CA10) were paying for professional 
caregivers to come in regularly and another caregiver (CA01) had a sitter for four 
hours weekly, which was provided for free from the local council. Two caregivers 
(CA07, CA10) were offered free sitting and respite, but had declined due to 
previous negative experiences. Ten participants were attending local support groups 
when possible. 
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Table 3.1. Demographic Characteristics of Participants (N=13) 
No Sex Age 
Years 
of 
caring Relationship Type of property Location 
Years of 
residence Modifications 
CA01 Female 81 2 Spouse 
1-bed warden controlled 
flat (2nd floor) Urban 1 bathroom 
CA02 Female 51 6 Daughter 4-bed bungalow Rural 0.5 
bathroom, bedroom, lounge, 
corridor 
CA03 Female 62 6 Spouse 2-bed semi-detached house Urban 6 bathroom, stairs 
CA04 Female 69 2 Spouse 3-bed maisonette Urban 45 bathroom, stairs 
CA05 Female 67 3 Spouse 3-bed semi-detached house Semirural 23 
kitchen, bathroom, stairs, 
conservatory 
CA06 Female 74 1 Spouse 3-bed semi-detached house Urban 45 stairs, bathroom, bedroom 
CA07 Female 78 2 Spouse 3-bed terraced house Urban 37 
stairs, bathroom, bedroom, 
entrance 
CA08 Male 64 3 Spouse 2-bed apartment (1st floor) Urban 16 bathroom, corridor 
CA09 Male 66 6 Spouse 4-bed terraced house Urban 35 bathroom 
CA10 Female 69 5 Spouse 3-bed semi-detached house Urban 15 stairs, bathroom 
CA11 Male 75 3 Spouse 
1-bed warden controlled 
flat (3rd floor) Urban 0.6 bathroom 
CA12 Male 61 2 Spouse 3-bed maisonette Urban 7 
bathroom, stairs, bedroom, 
entrance 
CA13 Female 64 5 Spouse 3-bed semi-detached house Rural 1 bedroom, bathroom 
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The experiences of the cohabiting caregivers are described according to two 
main themes: 1. the different meanings of home and 2. the perceived impact of the 
home environment: to move or not to move? (Table 3.2). 
 
Table 3. 2. Main Themes And Subthemes 
Main Themes Subthemes 
The different meanings of home -Home as a secure haven 
-Home looks like a hospital, feels like a prison 
Perceived impact of home: to 
move or not to move? 
-Need for relocation 
-Staying in place but redefine the home environment 
 
 
3.4.1 The different meanings of home. All interviewees made clear that 
their home was a place with significant personal meanings and described it as a 
very important place for them and their relative: “home is everything” (CA03, 
female, 62 years old, living in a house for 6 years and caring for 6 years). Most of 
them expressed positive and gratifying views of their home that highlighted its 
benefits (subtheme 1.1). However, just as their roles changed, so did the whole 
home experience and home had become compromised in some shape or form 
(subtheme 1.2).  
3.4.1.1 Home as a secure haven. Mostly, home was strongly associated 
with security, safety, familiarity, comfort, and happiness. It was also considered the 
hub of the caregivers’ lives, their nest and a place they spent the majority of their 
time since starting to care for a person with dementia. All but one caregiver felt safe 
to be at home and were also reassured when their relative was at home, “I always 
feel safe when I’m in my house… because it’s easier to care for my husband here... 
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I worry about him in other places” (CA06, female, 74 years old, living in a house 
for 45 years and caring for 1 year). It is precisely that sense of safety that allowed 
them the freedom of action. As such, home was perceived as a place of retreat and a 
place of control, where they can discard the social persona and be themselves. “It’s 
for both of us, it's, ah, release yourself, you can do what you want in your home” 
(CA08, male, 64 years old, living in an apartment for 16 years and caring for 3 
years). Seven caregivers considered their home to reflect their personality and link 
strongly to their identity. Home was full of memories, mementos reflecting their life 
journey, their family formation, their personal interests, which infused strong 
positive feelings and emotional support.  
 
You got all your memories in your home as well, haven't you? ... I 
think that’s home; somewhere that I can nest that has my personality 
showing … And it’s things like that [meaningful items] that give me 
the memories, the hints that take me straight back, even when really 
tired, to a good time in the past or the hope for a good time in the 
future… I think it’s about that, having the identity of me before 
caring, the memories of the good times before just to remind you that 
it’s not all bad (CA02, female, 51 years old, living in a bungalow for 
6 months and caring for six years). 
 
Other caregivers talked about the importance of having meaningful objects 
displayed around their home to provide them with a sense of security, self-identity 
and remind them of happy family moments (Photograph 3.1): 
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I guess if there was a fire I'd have to grab that [family] photo… so 
that’s really important, makes me feel like I’m still part of a family 
even if I don’t see them very much (CA05, female, 67 years old, 
living in a house for 23 years and caring for 3 years). 
 
 
Photograph 3.1. Display of meaningful objects around the house. 
 
 
3.4.1.2 Home looks like a hospital, feels like a prison. All caregivers talked 
about intrusions into their daily routine and physical surroundings of their home, 
mainly modifications and use of equipment. Although perceived as very helpful to 
safeguard against possible risks, equipment had changed the ambience, especially in 
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the bedroom and living room. For those caregivers, home ceased to be a place of 
comfort and self-expression and turned into a place of stress and inconvenience, 
resembling a hospital. Two caregivers commented on unpleasant features (smells 
and the presence of care equipment) and strategies used to maintain a sense of 
normality and a homely atmosphere (Photograph 3.2). 
 
There's been a lot of disabled equipment coming in, which has taken 
up space, like a commode, toilet aids, bed aids, wheel chair so your 
home has taken-been like a hospital sometimes; I have to hide the 
commodes because it's not very nice when people come in (CA10, 
female, 69 years old, living in a house for 15 years and caring for 5 
years). 
 
Photograph 3.2. A disguised commode chair in the bedroom 
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Care at home also led to compromises in space, in aesthetics, and/or in sensory 
environment: “My wife will prefer not [to have music on], she loves it quiet, so I 
used to put the radio on every morning but we don’t now” (CA11, male, 75 years 
old, living in an apartment for 8 months and caring for 3 years). Eight caregivers 
had to decide whether to keep, hide or replace appliances (e.g. sacrificing the bath 
for a walk-in shower) and furniture, “we don’t have a coffee table in the middle of 
the room, which I would love to have because of, you know, problems” (CA10, 
female, 69 years old, living in a house for 15 years and caring for 5 years). 
Additionally, nine caregivers reported feeling trapped, and isolated, “I am very tied 
to the flat, you know. I can’t go out, no, I don’t go out at all; only once a week” 
(CA01, female, 81 years old, living in an apartment for 1 year and caring for 2 
years). The home ceased to be a place of freedom and gradually became a locus of 
confinement, even a prison. 
 
I could say [home is] like a prison now really… because you are 
trapped in here a lot… [before home was] somewhere to relax I think 
and feel free and that, but home… you are all trapped in now (CA03, 
female, 62 years old, living in a house for 6 years and caring for 6 
years). 
 
Similarly, these caregivers had to restrict or change their social life and hobbies 
(mainly to indoor) to remain at home looking after their relative. The majority of 
caregivers had support from friends and family; five reported that family members 
avoided them or lived too far to provide support. The home as a place of family 
gatherings and social life was gradually shrinking: “We don’t sort of do things 
outside and we, we don’t have so many people coming in anymore either … Yeah, 
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things have changed a lot” (CA13, female, 64 years old, living in a house for 1 year 
and caring for 5 years). 
 
3.4.2 Perceived impact of home: to move or not to move? Inevitably, all 
of the caregivers said that they were facing serious decisions on how to deal 
effectively with their home environment. In six cases caregivers had decided to 
relocate; others remained in place but their home had become increasingly hard to 
maintain due to both the additional responsibilities and inconvenience caused by the 
added equipment and adaptations. Six caregivers, who considered their domestic 
setting unhelpful, had moved with their relative to a new property (subtheme 2.1). 
Others thought that the environment was not something that they would change as 
they were set in the way it was for years. Four participants acknowledged the great 
impact of their home environment on them: “If you are here the whole time, 24 
hours the day, the environment is more important” (CA02, female, 51 years old, 
living in a bungalow for 6 months and caring for 6 years). Nevertheless, all 
caregivers expressed a need to redefine their home space (subtheme 2.2) due to two 
main reasons: lack of safety and/or lack of comfort (physical or emotional). 
Whether they remained in place and adapted their existing home to add comfort, or 
whether they relocated to a new home to add safety, the role of the home 
environment was seen as preventing risks, encouraging autonomy and reducing the 
impact of supporting someone with dementia. 
3.4.2.1 Need for relocation. The caregivers mentioned the following as 
reasons for constantly worrying and also for possible relocation: fear of falling, fear 
of being injured, incontinence, wandering behaviour, physical weakness and unfit 
environment (e.g. stairs). Six caregivers who moved to a new home with fewer 
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hazards reported that this transition was necessary to regain control, prevent 
institutional placement and ease the impact of supporting their relatives. The 
caregivers’ experiences ranged from moving back to the UK (CA11), moving to a 
different town to be closer to family (CA01), or moving a few blocks away from 
their old neighbourhood (CA13). Caregivers mentioned two different strategies to 
assist them settling in: maintaining the familiarity and detachment. Two caregivers, 
who employed the first strategy, brought along familiar objects and furniture, 
positioning them in familiar places and layout to simulate the routes from their 
older residence to make the transition smoother for the person with dementia and 
recreate the meaning of home for the caregiver. 
 
The most important thing was to get the furniture around, particularly 
the books and the bookcases, and get the pictures up in the wall, 
which were familiar and she didn’t even realise she had moved… we 
actually had the bed where that radiator is here because coming out in 
the night, turn right and left the bathroom, is the exactly same path 
she had in the flat (CA02, female, 51 years old, living in a bungalow 
for 6 months and caring for 6 years). 
 
On the other hand, in order to detach themselves from the old house, two 
caregivers decided to leave their old possessions and previously cherished objects 
and bought new furniture and appliances, “it was all got rid of; it went” (CA01). 
This strategic decision can be explained by their need to start afresh and re-create a 
new, more suitable home based on their current needs and desires. 
Similarly, the experience of residential relocation was described in both 
positive and negative terms. Two caregivers perceived it as an upheaval: “Really I 
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have lost everything when I think about it” (CA01, female, 81 years old, living in 
an apartment for 1 year and caring for 2 years). Three caregivers did not mind the 
process and reported that both themselves and the person with dementia were 
happier in the new environment and relieved not to have to do any further 
modifications inside the property. Their new home had fewer hazards and that the 
transition made caregivers more relaxed, confident and ‘in control’ compared to the 
previous residence.  
 
Since we’ve moved here I, I’ve been a lot more calm… I think it’s 
helped me to be more calm and be able to, to care really... if we had 
had to stay in the flat, I think I probably would have had a breakdown 
(CA13, female, 64 years old, living in a house for 1 year and caring 
for 5 years). 
 
Two caregivers who had moved to a more supportive accommodation felt safer, 
“peace of mind” (CA11, male, 75 years old, living in an apartment for 8 months and 
caring for 3 years) because they knew that there were alarms, cameras and support 
if needed. Opportunities for social interaction were regarded important in 
smoothing their transition and acquire new networks. Especially for one caregiver, 
the fact that other residents kept an eye out for his wife, enabled him to feel more 
relaxed, ‘at home’: “I’m not on the lookout all the time…. if she wanders off, she 
will be safe… it works, I can’t say any more than that, and that’s a blessing” 
(CA11, male, 75 years old, living in an apartment for 8 months and caring for 3 
years). 
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3.4.2.2 Staying in place but redefine the home environment. Most of the 
caregivers were aware of possible changes in their relative’s functioning and all had 
already implemented environmental solutions, either as a result of professionals’ 
recommendation or their own improvisations. All caregivers strongly opposed the 
idea of moving their relative to another care setting. Home was the preferred place 
to care for their relatives until the end: “I think she can get more emotional support 
being in her own home than in a care home where there is lots of noise, lots going 
on” (CA02, female, 51 years old, living in a bungalow for 6 months and caring for 6 
years). 
Seven caregivers admitted struggling with aspects of their home (e.g. 
stairs), but they clearly downplayed the problems (apart from one caregiver who 
was actively looking to relocate in another residence) because leaving their home 
was unthinkable. The meaningfulness of their home was so strong that it 
compensated for their home’s physical deficits: “I can't imagine living anywhere 
else; we've adapted my husband’s illness to fit in the house really or it should be 
the other way round [laughs]” (CA10, female, 69 years old, living in a house for 15 
years and caring for 3 years). 
Caregivers who had remained in the same place discussed their need to 
refresh and redefine their environment, possibly stemming from their need to be 
more comfortable at home “because I thought it would brighten me up” (CA06, 
female, 74 years old, living in a house for 45 years and caring for 1 year). The scale 
of changes varied, depending largely on personal circumstances. Five caregivers 
reported that the process of refreshing their home was therapeutic and empowering: 
“It [decorating] helps to take my mind off things…  it’s the one thing I can control” 
EXPLORING THE MEANING OF HOME 
 
 
96 
(CA02, female, 51 years old, living in a bungalow for 6 months and caring for 6 
years). 
In redefining space, six caregivers relocated to another bedroom, 
permanently or temporarily, to cope and get much needed sleep. Eight caregivers 
created a hide-away, an ‘escape room’, where they created a personalised 
environment, the aesthetics and use of which they could control (Photographs 3.3 
and 3.4). It was a room, physically and emotionally, just for the caregiver, not 
associated with caring, disability, or illness. It was regarded as a necessary strategy 
to restore normality and, most importantly, maintain their identity, “I feel like a 
caregiver now and not a wife” (CA05, female, 67 years old, living in a house for 23 
years and caring for 3 years). Escape spaces were seen as a special symbol of their 
self-identity: 
 
Photograph 3.3 Caregiver's ‘escape’ room. 
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I am going to make a couple of rooms here very much my own and 
the room upstairs is going to be quite important… I hear young 
mothers talking about that, they start feeling that they are only 
someone’s mum and they are not an individual anymore and I think 
it’s the same thing, I think you need space... in the bad days, you need 
them [separate rooms] so you can comfort yourself (CA02, female, 
51 years old, living in a bungalow for 6 months and caring for 6 
years). 
 
 
 
Photograph 3.4. Another example of creating an ‘escape’ space at home. 
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3.5 Discussion 
This is the first study to provide rich empirical evidence about the meaning 
of home and how it changes over time for family caregivers living with a person 
with dementia. Caregivers conceptualised their home as a source of security, 
happiness, haven, familiarity, belonging, privacy, freedom, identity, shelter, retreat, 
and comfort, and this is consistent with earlier empirical studies that utilised 
different types of participants, i.e. family caregivers to disabled people, older adults, 
students (Betrabet Gulwadi, 2009; Boström et al., 2013; Gillsjö et al., 2011; 
Milligan, 2003; Petersson et al., 2012; Saunders, 1989; Sixsmith, 1986). Our 
findings show that the meaning of home for co-resident caregivers of people with 
dementia is likely to change or be disrupted due to a number of significant 
compromises within their physical space. Previous research suggests that this is also 
the case for the people with dementia themselves (Aminzadeh et al., 2010; De Witt, 
Ploeg, & Black, 2009). Such negative disruption was notable for caregivers who 
transitioned to a new residence and those who remained in place. Although 
caregivers acknowledged the considerable benefits of home adaptations, in some 
cases these adaptations had significantly changed the meaning of home from a place 
of emotional and physical comfort (haven) into a hospitalised space. In removing 
physical barriers for the person with dementia, symbolic barriers can be created for 
caregivers that restrict or alter the meaning and experience of their own home. For 
some caregivers, in the present study, their house was no longer a home and it had 
become an alienated space; this is in line with Golant’s (2015) point that ‘once-
sacred boundaries between residential and care environments become blurred’ (p. 
9). This is an interesting finding given the emphasis of the current community care 
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act on supporting people to stay in their residencies for as long as possible and 
ensuring suitability of living accommodation (Legislation.gov.uk, 2014). 
Betrabet Gulwadi (2009) suggested that caring at home could disturb the 
home balance, autonomy, quality of life, and change the homely atmosphere 
(appearance, order, odours and décor) into a contested space with less pleasing 
aesthetic arrangements. This is especially evident when equipment is being 
introduced to support a specific human function but not to promote enjoyment 
(Betrabet Gulwadi, 2013; Hawkins & Stewart, 2002; Milligan, 2003; Tamm, 1999). 
Caring equipment, often publicly visible, symbolises a change in status, loss, or 
dependency (Angus et al., 2005; Seo, 2010). Bentley and colleagues (1985) argued 
that visual appropriateness strongly affects the way people interpret, respond and 
give meaning(s) to a place and thus a home should look like a home and not like a 
hospital. The constant watchfulness, incontinence accidents, and secluded life adds 
to the feeling of home as an institution and not as a social space (de la Cuesta & 
Sandelowski, 2005; Forbat, 2004). Additionally, home became a paradox, a source 
of continuous worry, a place of intrusion, isolation and for some caregivers even a 
place of unpleasant aesthetics and a prison. Portraying home as a prison has also 
been documented with very old people (Haak, Ivanoff, Fänge, Sixsmith, & 
Iwarsson, 2007), family caregivers (Taşcı, Kartın, Ceyhan, Sungur, & Göriş, 2012) 
and people with dementia (Aminzadeh et al., 2010; De Witt et al., 2009).  
In dementia care, keeping the person with dementia at home represents 
consistency and familiarity, whereas changes (in routines and in living 
arrangements) may be perceived as a source of stress and threat for people with 
dementia and their family caregivers (Norman, Redfern, Briggs, & Askham, 2004). 
However, in deciding where the best place to age is, there is no one-size-fits-all 
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solution and sometimes changes are not bad as they may offer opportunities to 
improve the person-environment transactions (Lawton, 1990; Golant, 2015). 
Caregivers, who remain in place, may need to implement modifications for safety 
and independence, whereas relocation could be an alternative to adaptations 
(Heywood, 2005), facilitate family support (Wiles, Leibing, Guberman, Reeve, & 
Allen, 2011), and provide relief through downsizing (Aminzadeh et al., 2010).  In 
our study, some caregivers consciously sought new homes and attachments, 
‘conscious discontinuity’ (see Manzo, 2003), to mark a new stage in their life. 
Caregivers who moved to a warden controlled flat also expressed a sense of security 
and safety for this decision, confirming previous studies (Bigonnesse, Beaulieu, & 
Garon, 2014).  
Consistent with the previous literature, meaningful personal items (e.g. 
photographs) were perceived as important transitional objects, to recreate home in 
the new settings as reminders of self-identity, and to provide a sense of continuity, 
belongingness, and wellbeing (Gillsjö et al., 2011; Shenk et al., 2004; Swenson, 
2010). An equally helpful approach for some is a strategy of disengagement from 
their old accommodation and re-creating a sense of home with new objects (Seo, 
2010).  
Our findings also suggest that caregivers may relocate to an appropriate 
living environment, when remaining in place was perceived as limiting the 
opportunities for safety, independence and wellbeing. Moving to a new residence 
gave the opportunity to have an ideal home, with no modifications. This is an 
important finding for two reasons. Firstly, it confirms previous studies that the 
environmental incongruities (e.g. a home environment not suitable to the residents’ 
abilities and values) can compromise their wellbeing (Gitlin & Corcoran, 2000) and 
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provoke relocation (Kahana et al., 2003). Secondly, relocation was sometimes 
preferred to familiarity, which contradicts previous research suggesting that 
changes are a potential threat for people with dementia and their family caregivers 
(Norman et al., 2004). Although attachment to home and familiarity is important, it 
may limit people’s choice of suitable housing (Wiles et al., 2011). Conversely, 
voluntary relocation may be more appropriate rather than staying in place, as some 
people oppose moving to nursing facilities and prefer moving to a more suitable 
residence. 
Building on suggestions from previous studies that caregivers are in need of 
a clear division between caring and non-caring household space (Olsen, Hutchings, 
& Ehrenkrantz, 1999), caregivers in our study also indicated a need to redefine their 
home environment and reported applying adaptation strategies through trial and 
error or even inadvertently. Caregivers with some degree of environmental 
competence created an escape room to have a ‘home’ within their house, a 
comfortable, relaxing and private space away from their caring tasks to support 
them in caring for longer. A place has to be comfortable and offer opportunities for 
control and privacy to become home (Calkins, 2001; Rubinstein, 1989), something 
that was clearly fading away for some of the participants in this study. Caregivers 
were mostly happy to put the home into the service of their relative, as long as they 
could keep a private space to restore privacy, maintain a sense of control and 
meaning(s) of home and preserve their identity beyond simply being a caregiver 
(place-identity theory; see Prochansky et al, 1983). Experts in dementia-friendly 
dwellings (Gitlin, 2007; van Hoof & Kort, 2009) recommend that caregivers set up 
a quiet and comfortable room or a private area in the bedroom for rest and the 
present study adds empirical evidence to these recommendations. Heywood (2005) 
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also emphasises the importance of ‘away’ private space as a human need for both 
the sake of caregivers and their relatives. This is a key finding considering that 
caregivers’ stress is likely to be exacerbated by lack of privacy and space (Betrabet 
Gulwadi, 2009) and that self-image and relationships are threatened by home 
adaptations and the reduction of usable home space for other family members 
(Heywood, 2005). 
Several authors have proposed explanations of the decision to relocate or 
remain in place. For example, Litwak & Longino (1987) argued that migration is 
selective and there are typically three reasons of why people decide to relocate: (1) 
due to lifestyle choices and amenity reasons, (2) due to moderate disability and 
need for familial support, and (3) due to severe and chronic disability to an 
institutional setting (Bradley, 2011; Litwak & Longino, 1987). According to the 
theory of supportive environments, a restorative environment needs to foster social 
support in order to promote the residents’ wellbeing (Betrabet Gulwadi, 2009). The 
place-identity theory (Proshansky et al., 1983) proposes that if the individual cannot 
change the physical environment or the behaviour of others, then they are likely to 
move to a more suitable setting. The same theory could explain why individuals 
choose not to relocate, by trying to bring harmony and hence change their own 
behaviour and develop coping techniques to minimise discrepancies. The creation 
of an escape room could be a result of caregivers’ need to harmonise discrepancies 
between their environment and self-identity. A personalised escape room is one 
such coping technique to rectify this. Influenced by the attention restoration theory, 
Betrabet Gulwadi (2009) also proposed two restorative strategies for caregivers to 
overcome emotional stress and the housebound feeling: (1) a temporary escape 
(physically and psychologically) within the home and (2) the need to restore their 
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control over their familial environment. Both of these propositions are supported 
empirically in this study. 
 
Limitations 
Our data were derived from the perspectives of a small convenience sample 
of caregivers, and therefore limit generalisation. Although the analysis required the 
analyst to remain very close to the data, it is a highly personal and subjective task, 
influenced by the researcher’s educational background in health psychology and 
clinical experience in supporting people with dementia, and hence bias or loss of 
findings might have occurred.  Furthermore, all participants had engaged in health 
and social services, implemented minor or major adaptations and therefore 
demonstrated some sense of environmental control, which might be a bias in the 
sample.  
 
Recommendations  
Health and social care professionals should consider housing adaptations 
while recognising the meaningfulness of living space to avoid unnecessary 
compromises. Considering only practical domains and physical barriers but 
ignoring the emotional experience of home would cause refusal of adaptations or 
wasted expenses (Heywood, 2005). The underuse of existing services by caregivers 
and resistance to risk measures (Cott & Tierney, 2013) may be an indication of 
conflict of goals between what caregivers perceive as important and useful and 
what health and social care professionals suggest (Gitlin, Corcoran, & Leinmiller-
Eckhardt, 1995). As Heywood (2005) argued, the problem is not only that the 
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meaning of home is an invisible factor, but also that informal caring itself can be 
invisible and isolating, which may be often overlooked.  
It is also crucial to acknowledge the advantages and limitations between 
staying in place and relocating. If relocation is desirable, professionals need to offer 
individualised support in planning the relocation, paying attention both to meaning 
and settling strategies (attachment to or discarding of items), on the personal 
meaning of home, the meaning of caregiving (Chung, 1997; Gitlin et al., 1995) and 
the meaning of risk (Cott & Tierney, 2013), based jointly on the needs of the 
caregiver and the person with dementia (Olsen et al., 1999). 
An escape room can be a valuable restorative strategy for caregivers to 
enhance in-home quality of life. It can be used as an indoor hobbies room, as a 
space for mental break and respite, or a place to withdraw when experiencing grief 
and loss of companionship. Respite breaks, although essential, are not always 
preferable or available when caregivers need it. An escape room can suit those 
caregivers who prefer indoors respite. This should be considered in the light of a 
Cochrane review indicating that respite care is not effective (Maayan, Soares-
Weiser, & Lee, 2014) and also previous research indicating that co-resident 
caregivers underuse formal services (Ory, Yee, Tennstedt, & Schulz, 2000). 
Conversely, not all caregivers may find a respite break within their home helpful, 
but support should be offered from professionals to create one if needed. 
It is also important to alert architects and home designers to the potential 
role of the home environment and consider opportunities for privacy and temporary 
escape (Betrabet Gulwadi, 2009; Heywood, 2005), while incorporating the unique 
personal meanings and social-cultural practices within the home space to enhance 
the feeling ‘at home’.  There is now a curious paradox that dementia care facilities 
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are focusing on promoting homely environments, while people’s own homes are 
increasingly being transformed into hospital-like spaces (de la Cuesta & 
Sandelowski, 2005). 
Further research should focus on home environments given the plurality of 
studies in institutionalised settings, and in particular, to explore the meaning of 
home across cultures, as home may symbolise different things to people in different 
cultures, elderly minorities and immigrants. Finally, in cases of relocation, research 
should consider the objective and subjective dimensions of the old and new home 
and the boundaries between them.  
 
Conclusion 
The home environment is very important for family caregivers of people 
with dementia and its meaning is likely to change. A home that was once a haven 
may be experienced as a sterile hospital scene and/or even a prison. Caregivers may 
face the dilemma of whether they need to relocate to a more supportive residence or 
redefine their existing living space into a more dementia-, but also caring-friendly 
environment. The creation of an escape room may be a cost-effective indoor respite 
strategy. 
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4.1 Abstract 
 
Background: Most people with dementia are cared for by their families at home. 
This study investigated family carers’ identification of barriers and facilitators when 
caring for a person with dementia at home.  
Design and methods: Thirteen co-resident family carers were engaged in semi-
structured in-depth walking interviews. Interviews were recorded, transcribed and 
analysed using thematic analysis.  
Results: Home environments can pose a number of challenges and opportunities. 
Aspects of the architectural and interior environment (e.g. size, condition, layout 
and accessibility, familiarity) are perceived as important (Theme 1) as well as a 
plethora of environmental strategies that encourage independence and comfort at 
home (Theme 2). Carers’ scepticism, timing, costs, property characteristics and 
mistrust of services are some barriers to implementing environmental strategies 
(Theme 3).  
Conclusions: Carers often improvise solutions through trial and error. 
Environmental strategies can create an enabling and comfortable home 
environment. 
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4.2 Introduction 
The prevalence of dementia is increasing and the numbers of informal carers 
is expected to rise (WHO, 2012). People with dementia are likely to experience 
difficulties when interacting with their social and physical environment as dementia 
progresses, making them sensitive to both over- or under-stimulation (Garcia, 
Kartolo, & Méthot-Curtis, 2012). Given this dementia epidemic, evidence-based 
interventions and cost-effective approaches are needed to support these vulnerable 
people and their family carers, as a public health priority (Gitlin, Marx, Stanley, & 
Hodgson, 2015; WHO, 2012). Because the care of a person with dementia is 
typically more demanding and complex, family carers are more likely to provide 
intensive management in contrast to other carers (Torti, Gwyther, Reed, Friedman, 
& Schulman, 2004; Zarit, Gaugler, & Jarrott, 1999). On the other hand, carers who 
live with a person with dementia are especially likely to experience more 
depression and anxiety (Torti et al., 2004).  
Non-pharmacological approaches, especially environmental interventions 
that create a safe, enabling, and predictable home environment, are considered key 
to improving the lived experiences of people with dementia and their carers (Garcia 
et al., 2012; Sadowsky & Galvin, 2012; Soilemezi, Drahota, Crossland, & Stores, 
2017; WHO, 2012). Carers develop a range of useful individualised strategies to 
manipulate the environment, from micro-improvisations, such as removing visual or 
auditory stimuli and de-cluttering their home, to major changes, such as changing 
the use of rooms (Wherton & Monk, 2008; Wisniewski et al., 2003).  
The person-environment fit model (the ecological theory of ageing) is the 
dominant framework in research on human behaviour and environmental aspects, 
and the most frequently used model in environmental gerontology research 
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(Kahana, Lovegreen, Kahana, & Kahana, 2003; Lawton, 1990, 1997). This model 
argues that adaptation is needed to balance the demands of the external environment 
(“environmental press”) and the individual’s internal capabilities (“competence”). 
According to this model, environmental stressors, such as noise or limitations in 
physical space, can cause adverse outcomes to both the person with dementia and 
their carers (Sadowsky & Galvin, 2012; van Hoof & Kort, 2009). In contrast, an 
optimal environmental setting could minimise maladaptive behaviours, namely 
wandering, agitation, and restlessness (Corcoran & Gitlin, 1991).  
Adequate environmental elements and strategies can not only provide 
comfort, functional support, social stimulation, and independence for people with 
dementia, but also support family carers to deal with the changing needs of their 
relatives (Brawley, 2001; Calkins & Namazi, 1991; Corcoran & Gitlin, 1991; Day, 
Carreon, & Stump, 2000; Gitlin, Liebman, & Winter, 2003). Increased functionality 
has been associated with aspects of the indoor environment, for example familiarity 
(Wherton & Monk, 2008), layout of lived space (Marquardt, Johnston, Black, 
Morrison, Rosenblatt, Lykentsos, et al., 2011a; Olsen, Hutchings, & Ehrenkrantz, 
1999), lighting (Habell, 2010; Torrington & Tregenza, 2007), thermal and 
acoustical environment (van Hoof, Kort, Hensen, Duijnstee, & Rutten, 2010; Wong, 
Skitmore, Buys, & Wang, 2014), and use of environmental cues (Garcia et al., 
2012). Such compensatory strategies can be cost-effective, especially in reducing 
costs for informal care-giving as well as improving the sense of competence for 
carers (Graff et al., 2006, 2008). Nevertheless, some people may decide to relocate 
when their home is regarded as inappropriate or not meeting their current or future 
needs (Golant, 2015; Kaplan, Andersen, Lehning, & Perry, 2015; Perry, Andersen, 
& Kaplan, 2014). 
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When proposing dementia-friendly design and home interventions, one 
needs to address many elements. Firstly, both the needs of the person with dementia 
and the carer, because they are not always identical (Gitlin et al., 2013). 
Additionally, given their memory difficulties, people with dementia are likely to 
depend more on perceptual cues, mainly hearing, smell, vision and touch (Bentley, 
Alcock, Murrain, McGlynn, & Smith, 1985; Nygård & Starkhammar, 2003). The 
senses, in communication with the environment, can support everyday activities; for 
example the sound of boiling water (hearing cue) is a reminder of making a drink, 
strategically leaving objects and preparing the environment ahead of a task (visual 
cues) are reminders of completing a task (Nygård & Öhman, 2002).  
Despite research indicating that carers regard environmental modifications 
or design as acceptable interventions (Robinson et al., 2007), researchers and policy 
makers have largely ignored the private home (Gitlin et al., 2013; van Hoof, Kort, 
van Waarde, & Blom, 2010). To gather empirical evidence to support practitioners 
and policy makers is therefore vital to explore family carers’ own ‘expertise’ on the 
potential role of the home environment and useful environmental strategies. To our 
knowledge, there are few studies that explore carers’ perceptions about the role of 
home design and modifications for dementia carers; these were based in the USA 
(Calkins & Namazi, 1991; Olsen et al., 1999). The present study was conducted in 
the UK and aimed to explore carers’ views on aspects of their home environment 
and available environmental strategies in order to clarify how the home 
environment can best support people with dementia and their carers at home. 
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4.3 Design and Methods 
This paper is part of an exploratory qualitative study examining family 
carers’ perspectives on different aspects of housing. A previous paper (Soilemezi, 
Drahota, Crossland, Stores, & Costall, 2017) explored the subjective (meaning of 
home) aspects while the present paper focuses on the objective (architectural, 
interior physical and sensory) elements. Semi-structured phenomenological walking 
interviews were used to explore co-resident carers’ experiences of their living 
accommodation.  
 
Sample 
A mix of purposive and convenience sampling was used, followed by 
snowballing and word-of-mouth referrals. Recruitment was carried out indirectly, 
using community gatekeepers who distributed study leaflets in local community 
groups, with an emphasis upon diversity, such as accommodation type, gender, age, 
and years of caring. The recruitment lasted approximately six months (January – 
June 2013). The sample was limited to Portsmouth (UK) and surrounding areas.  
Carers of people with dementia (N=13) were recruited, including two pilot 
interviews. All participants were interviewed once with no follow-up meeting. 
From all the potential participants who contacted the researcher, one was not 
interviewed due to physical illness. Current family carers, cohabiting with a person 
with dementia at the time of the study, with mental capacity to consent, were 
considered eligible. All interviews were digitally recorded and later transcribed 
verbatim; they lasted between 39 and 79 minutes (average 60 minutes).  
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Procedure  
The Science Faculty Ethics Committee (University of Portsmouth) and 
Portsmouth City Council reviewed this study (Appendices G, H and I). A mutually 
suitable day and time was arranged to visit carers in their own homes. A few days 
before the interview, participants received a provisional interview schedule, which 
was advised by a support group leader, to minimise carers’ anxiety and encourage 
reflexivity (Appendix J). Participants provided informed consent and were allocated 
a participant number. A shopping voucher worth £10 was given to each participant 
at the end of the interview as a ‘thank you’ and an acknowledgement of their time. 
During the first part of the interview, carers were asked some demographic 
questions and then about their views on the impact of their home environment. In 
the second part, carers were interviewed while walking around their home. There 
was no predetermined route; the carers themselves were asked to lead the home 
tour. All rooms used by the carer were observed. Photographs, direct observations, 
and house plans were taken (with permission) to support the data analysis and 
contextualise carers’ verbalisations of their lived experience.  
The walking interviewing is an established method in geographical and 
urban planning research, but is a relatively new approach in dementia studies. In 
comparison with the standard sedentary interviews, they have the advantage of 
encouraging participants to connect with their surrounding environment and thus 
eliciting rich and environmentally sensitive data (Carpiano, 2009; Evans & Jones, 
2011). By directly observing the participants in their natural setting, walking 
interviews allow for closer examination of environmental practices and interactions 
(Carpiano, 2009).  
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Interview schedule 
The aims of the present study and the development of the interview 
questions were structured by the ecological theory of ageing, previous research 
publications and systematic reviews. Examples of the questions used are: ‘Thinking 
about this room and your every day tasks, how easy or difficult is it to care for your 
relative in here?”, “What task / behaviour / equipment do you find particularly 
troublesome or useful in here and why?’. When barriers or challenges were 
mentioned by the carers, they were asked to think of suggestions for improvement. 
Elements of the environment (e.g. photographs, furnishing) and daily caring 
activities (e.g. toileting) were used as prompts, when appropriate, to understand 
how carers conceptualised their environment and tasks.  
 
Analytic approach 
Following the approach by Braun & Clarke (2006), thematic analysis was 
carried out in six phases (Appendix F). The first author (DS), a registered PhD 
student at the time of the study with previous experience interviewing participants 
and supporting people with dementia, designed the study and conducted the data 
collection and analysis. Firstly, all the transcribed interviews and the researcher’s 
notes were read repeatedly by the first author (DS) to allow familiarisation with 
data and initial ideas. Visual material (photographs, house drawings) and the 
researcher’s journal were also used to assist with familiarisation of data. This was 
followed by line-by-line coding of all transcripts and notes. These initial descriptive 
codes were intended to capture the relevant data; the codes could be a couple of 
words, sentences or a whole paragraph. The next step was to identify similar codes 
and cluster them together to create initial themes. In order to ensure that these initial 
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themes ‘worked’ independently and together, the initial codes and transcripts were 
checked to ensure the themes represented the relevant data and the entire dataset. 
Then every theme and subtheme was named and defined. Once the analysis was 
complete, the first author (DS) met with the research team to discuss the coding and 
validate the final themes. Once the findings were written, all authors agreed on the 
final refinement and selection of participants’ quotations. An audit trail of all 
analytical stages was saved in QSR International's NVivo 10 Software. Although 
the analysis was data driven, previous research was used as a guidance to categorise 
the findings according to architectural and design principles (van Hoof & Kort, 
2009) and home modifications (Messecar, Archbold, Stewart, & Kirschling, 2002; 
Pynoos, Steinman, Do Nguyen, & Bressette, 2012). The second author (PK) 
prepared the floor plans and spatial analysis.  
 
4.4 Results 
Participants 
All participants were family carers (12 spouses, 1 adult child), of British 
ethnicity, White, and lived in a variety of properties, with an average residency time 
of 18 years (range <1 to 45 years). Participants had provided care for their relative 
for an average of 3.5 years, ranging from 1 to 6 years. They lived in their own 
homes that varied in type, layout and size, ranging from a one-bedroom apartment 
to four-bedroom house (Table 4.1).  
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Table 4.1. Carers' characteristics (N=13) 
Characteristic N  
Sex  
Male  4 
Female 9 
Age  
50-59 1 
60-69 8 
70-79 3 
80-89 1 
Years of caring  
0-5  10 
6- 10  3 
Type of property  
Flats 
(1-bed*: 2) 
(2-bed:1) 
3 
Houses 
(2-bed: 1) 
(3-bed: 5) 
(4-bed: 2) 
8 
Maisonettes (3-bed) 2 
Duration of residence  
0 -10 6 
11-20  2 
21-30  1 
31 + 4 
*In the UK, the number of bedrooms is commonly used to refer to the size property 
 
 
Findings 
Three main themes, each with subthemes (Table 4.2), were identified:  
important environmental aspects, adapting and improvising, and barriers to 
implementing environmental strategies. 
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Table 4.2. Main Themes And Subthemes 
Main Themes Subthemes 
 Important environmental aspects  
-Architectural elements 
-Interior design aspects 
Adapting and improvising  
-Additive and transformative strategies        
-Subtractive strategies  
-Behavioural and structuring strategies 
Barriers to implementing 
environmental strategies 
-Carer’s scepticism 
-Reluctance in involving professionals 
-Property spatial characteristics 
-Financial reasons 
-Timing 
 
 
4.4.1. Important environmental aspects. This theme explores the 
importance of the home as a setting of care provision and focuses on home features, 
in terms of both architectural and interior design. All the participants in this study 
reported that their home environment presented some barriers to a lesser or 
significant degree and they had employed minor or major adaptations, mostly to 
compensate for the physical weaknesses rather than cognitive deficits of their 
relative. Carers lived in a variety of accommodations, which affected how they 
reported dealing with individual challenges in promoting safety and well-being at 
home. In summary, carers reported certain elements that were regarded as very 
important for either promoting or hindering dementia care: (1) architectural 
elements regarding the scale of the building, such as size, layout and access, natural 
light and views, physical condition, and (2) interior design elements regarding the 
scale of the room, such as decoration and furnishing, brightness and colour, 
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materials and finishes, and the internal sensory (acoustic- thermal- olfactory) 
environment.  
4.4.1.1 Architectural elements. The majority of carers believed that 
dwelling size adds to safety. A large property was considered helpful as it can offer 
choices and space to accommodate equipment, modifications (or even conversions), 
and implement various environmental strategies. Ten carers agreed that having 
more space makes life easier, functional and practical, and enables safe care 
delivery and accessibility. Lack of enough space meant less room for storage, 
equipment and appliances and possibility for converting rooms. Lack of space was 
the reason that two carers decided to move with their relative to a more spacious 
property. One carer, who moved to a four-bedroom property explained: 
 
We’ve got more space [here] to move around, as we need more 
gadgets to help her, and there is more room… but there [the old flat] 
wasn’t much room; I couldn’t get the wheelchair around. In the flat 
we couldn’t have room to have the hoist (CA02). 
 
Nine carers reported that a spacious property provided extra rooms, for example a 
separate bedroom for the carer (or other family members or paid carers) to sleep, 
space for ideally a second bathroom and availability for, as two of the participants 
put it, ‘escape spaces’. The latter was thought as paramount to enable them to 
comfort themselves, relax and restore their identity. 
 
It’s good that there are rooms to go to, where we don’t have to be 
together; if we were stuck together in a little flat, I think I’d go mental 
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[laughs]…  the small room I’ve turned into my office, which is one of 
my escape rooms [laughs]… if I was stuck together in a small room, I 
don’t know… I couldn’t just sit there (CA05). 
 
On the other hand, the two carers who had moved to a smaller property (one-
bedroom apartments) regarded it as more handy and manageable, felt they were 
more in control, and that it required less attention and housework.  
 
It’s a help to me because it’s small, and convenient… most of my 
time, really, is taken up looking after my husband, giving him lots of 
tablets, and preparing the meals. It’s enough to do without having a 
big house to look after (CA01). 
 
The layout and accessibility of the house were perceived as important in terms of 
safety and comfort. One-level accommodation, open living space, big windows, 
flooring and proximity of rooms were mentioned as helpful home elements. Four 
carers who lived on one level, with no stairs to tackle, explained that it was 
beneficial and less stressful in terms of accessibility, “I ain’t gotta go up and down 
stairs. Everything’s on this level and I know my wife’s in a matter of three rooms” 
(CA08; Figure 4.1).  
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Figure 4.1. Floor plan of an one-level apartment (CA08) 
 
Eight carers who lived in houses considered the stairs to be a risk for falls, 
incontinence accidents, and a reason for constant vigilance. Two carers considered 
the presence of stairs as a reason for future relocation to a property that will not need 
further modifications. 
 
I feel now that the house is not fit for what we need… They [stairs] 
are very steep and they do worry me… I can never get out; I worry 
about him falling… I just feel that with no steps and everything, that 
it would make it, in a way I suppose, it might be easier for me 
because I won’t have to be following him everywhere (CA07; Figure 
4.2a, 4.2b). 
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Figure 4.2.a Floor plan (ground floor)  and Figure 4.2b First floor of a two-storey 
house (CA08)        
 
In contrast, one carer living in a three-storey house, actually perceived stairs as a 
positive element for two reasons: 
 
Because it's such a long way to go, he wouldn't, I hope he wouldn't, 
go down three flights of stairs, and wander off because it's such a 
long way… in a way it’s positive, because that’s the only exercise my 
husband gets, is going up and down the stairs (CA10). 
 
Another important aspect of the layout was open-plan living space. Eight 
carers thought it was easier and more practical to supervise their relatives as an 
open-plan layout offers visual and acoustic access, “it’s got a flowing to it and you 
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are not diving off to different places. And there is no hiding places if you know 
what I mean… being aware what is going on” (CA11). One carer altered the design 
to allow for direct observation by knocking down the wall between the kitchen and 
living room. However, four carers favoured closed rooms, especially the kitchen, 
where they often did not allow the person with dementia to enter. In general, 
participants considered a helpful layout to have a toilet on each level, an outside 
space and easy access for wheelchair users: “probably thinking about it, we’ve had 
less accidents since that [toilet]’s been there [downstairs] because it’s not so far to 
go” (CA05). 
Ten carers reported that the location and proximity of the rooms was also 
important. Ideally they would like an en-suite or the bedroom next to the bathroom, 
“he’s going to the toilet 3-4 times in the night, so to have the bathroom right next to 
him is beneficial” (CA10). For those carers who sleep in separate bedrooms, the 
carers’ bedroom would need to be next to the main bedroom for closer supervision 
and next to the stairs to alert them in the night. 
 
My wife always uses the stair lift… it’s right next to the bedroom I go 
to sleep in and I hear it and it wakes me up. So it’s a lot better; in the 
other place I could be in one room and she could be going up the 
stairs or coming down, I couldn’t hear because it was too far away 
(CA12). 
 
Another aspect of the architectural design was the presence of large windows 
to allow people to look out and bring more natural light in. A home with 
large windows was perceived as providing sensory enrichment and pleasing 
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views to the outside world for the person with dementia, as well as comfort 
and escape for the carer, “even if it’s raining or snowing, anything, I don’t 
mind. I can see out and I’m not sort of enclosed too much” (CA12). 
The condition of the property was regarded as problematic by two carers 
when it was old and requiring a lot of work and facilitative when there was no need 
for any improvements or alterations.  
 
We’ve always had old houses and they’re not so easy to heat and 
obviously not so easy to keep, keep clean and tidy because they’re 
older… this is the first time we’ve had a, a newer house and it is 
much easier (CA13). 
 
4.4.1.2 Interior design aspects. Maintaining familiarity in the domestic 
environment (decoration and furnishing), maintaining environmental order and 
avoiding unnecessary changes and re-arrangements were considered crucial in 
promoting the relative’s well being and minimising confusion. Even for those carers 
who moved to a new home, maintaining familiarity was perceived as important to 
make the transition more smoothly.  
 
I’ve put everything in the same place as it was in the flat… I’ve put 
things in the same cupboards and in the same areas so that if he, you 
know, like with making a cup of tea or coffee which he can still do, 
um where the cups are and where the coffee is and where the tea is 
and everything, where the, where the spoons are etc (CA13). 
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Ten carers considered brightness, in addition to the previously mentioned natural 
lighting from windows, important for (literally) lightening their mood: “Lots of light 
makes me feel better” (CA05). The same was reported by five carers about the use 
of colour as important to improve the home aesthetics and subsequently improve the 
carers’ mood: “First colour I’ve introduced is to my bedroom… I think I’m trying to 
lighten my life a bit... this is the first time I’ve actually added colour” (CA06). 
Carers also commented on qualities of their flooring and three favoured 
carpets as they were perceived to add comfort and warmth. Six carers, however, 
favoured the hard type of flooring, such as tiles, lino or wooden floor, as they 
perceived them as more practical and easier to clean, “sometimes there is an 
accident… it’s a lot handier when you can wipe a floor” (CA04). One carer 
explained that in anticipation of regular stains, she kept the old carpet in the 
bedroom, “if something happens and you spill something, it doesn’t matter, it’s not 
a new carpet” (CA02). However, one carer removed the existing lino floor because 
her mother thought it was cold: “She wouldn’t go in on the floor because it was 
white and she thought it as marble and cold” (CA02). 
Five carers also explained that they were concerned about the thermal 
comfort and worried whether the temperature was appropriate and 
comfortable for their relative, and in some cases the heating was kept 
constantly on. Unpleasant smells from incontinence, were also identified as 
problematic for two carers. Good ventilation and fresh air were important but 
sometimes not possible or practical. 
The domestic acoustic environment was another important element. 
For 11 carers creating a peaceful environment was important to ensure they 
can relax and get enough sleep. 
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Where we were before… it was always a very noisy environment. 
Here it’s very quiet… I’m getting more sleep and I’m more relaxed 
so it has helped me a great deal, which then helps with the caring of 
course (CA13). 
 
Nine carers also mentioned that listening to music, having the radio or music on 
was helpful for company and as a way to improve their mood, “I do like the music, 
I can’t bear it so silent… I always, always have my music on” (CA04).  
4.4.2. Adapting and improvising. This theme explores the environmental 
strategies that carers used to compensate for difficulties, make daily life more 
practical, help them feel in control and give them some ‘peace of mind’. Overall, 
changing the environment was seen as a helpful strategy to optimise safety, 
comfort, and independence while protecting their dignity and boosting the 
confidence of the person with dementia.  For the carers this in turn meant less time 
spent in supervising and better outcomes (e.g. less burden, more sleep). The 
bathroom was considered the most problematic room, and all the carers had made 
modifications, such as raised toilet, walk-in wet room, shower seat, door reversal, 
bath lift, grab rails (Photographs 4.1, 4.2 & 4.3).  
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Photograph 4.1. Grab rails in shower     Photograph 4.2. Shower seat 
 
 
Photograph 4.3. A walk-in wet shower 
 
Other types of modifications were implemented in areas of high-risk 
concern such as the stairs (e.g. banister, stair lift; Photographs 4.4 & 4.5) and, in a 
few cases, the kitchen. The bedroom and living room (and/or conservatory if 
available) were considered the most preferable rooms in the house. Carers installed 
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adaptations and equipment in nearly all rooms, except in just one case the living 
room. Notably, all carers adapted their home space, objects and their behaviours 
proactively or reactively, following either the advice of professionals or by 
improvising their own solutions. 
 
Photograph 4.4. A banister along the stairs 
 
 
Photograph 4.5. A stair lift 
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4.4.2.1 Additive and transformative strategies: adding novel solutions within their 
environment. Carers used a number of technologies and equipment to make life 
more safe and practical, by bridging the gap between functional status and 
environmental demands. These included: everyday technologies, assistive devices, 
and equipment. Everyday technologies refer to appliances and gadgets that are 
commonly used without addressing any care need (e.g. tv, kitchen appliances,); 
assistive devices compensate for mainly cognitive deficiencies and support care 
need (e.g. sensors, alarms; Photograph 4.6), and equipment to mainly address 
physical/mobility difficulties and can be affixed (grab rails, stair lift) or non-affixed 
items (hoists or chair/bed raisers). Overall, carers reported finding everyday 
technologies very helpful; some wished they had more appliances, specifically a 
dishwasher and a tumble dryer: “We’re lucky we’ve got washing machines 
[laughs]… I think the modern things that we’ve got now is helpful” (CA04).  
 
 
Photograph 4.6. A baby monitor in the living room to alert the carer 
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Seven of the carers used computers and laptops to access online services, i.e. 
shopping, banking, for entertainment and communication with family and outside 
world. As a result of spending long hours indoors, seven carers reported spending a 
lot of time watching television. To compensate for their own visual deterioration, 
carers added new lighting, “I’ve had it [a floor lamp] a year or so, but it’s 
invaluable to me” (CA06), or simply adjusting the existing lighting, for example 
leaving the light on in the corridor or in the bedroom: “I have a little lamp plugged 
in... It’s on all the night and she can see what she wants to do” (CA11). Two carers 
controlled the temperature by added more radiators in their relative’s bedroom. 
Although it is generally suggested by the health providers and the existing 
literature to keep the person with dementia in a familiar environment, two carers 
added new objects and used the unfamiliarity of these objects as a strategy to add 
safety and prevent the person with dementia from getting harmed: “She doesn’t 
know how to work the new cooker so she can’t light it, so she can’t injure herself 
that way” (CA12).  
In addition, five carers reported using assistive devices, such as baby 
monitors, sensors (chair, motion) and alarms (telecare, door alarm). Even those 
carers, who did not use some of these, were aware of the possibility that they might 
need some in the future, depending on the development of the illness. Gadgets 
were perceived as necessary to increase the carers’ independence, offer some 
reassurance and “peace of mind” (CA03). One participant used baby monitors: 
 
I have the monitors on the bedside cabinet so I can hear her 
immediately and I can reach through here in seconds…I can actually 
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be anywhere in the house, and that’s the biggest improvement 
(CA02). 
 
Although assistive devices were used by carers, the equipment (e.g. bed guard, 
commode, hospital bed, raised toilet seat, stair gates, ramp, stair lift, shower seat, 
handrails) was put in place for the relatives’ safety and independence. In seven 
cases, carers reported that they were making use of the equipment as well, for 
example, using the stair lift to get the laundry and shopping upstairs, “it saves me 
struggling” (CA13). All the carers recommended the use of equipment as a means 
to increased quality of life for both the carer and the person with dementia. 
 
Very helpful; I just wouldn’t be able to cope. Because I’d be forever 
sort of glued to my wife, all the time… it gives her more 
independence… which I think makes, helps her dignity as well… I 
used to have to just follow her up… it was more sort of a confidence 
booster for the wife than it was anything else. But the stair lift is ideal 
because… it gives her more independence (CA12). 
 
Providing visual cues (Photograph 4.7) and use of colour was another 
supplementary strategy and reminder to assist the person with dementia with 
initiation or completion of a task. It included leaving notes, using calendars, leaving 
the door ajar, putting up labels and messages on boards, “if he couldn’t find me, he 
could go to the board and see what was happening that today” (CA05).  
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Photograph 4.7. Providing visual cues 
 
One carer used colour to highlight objects, to attract the attention of 
the person with dementia and assist with personal care. 
 
Sometimes he’d go to the toilet and I didn’t realise he wasn’t always 
going into the toilet… they said that if you put a dye down the toilet, 
that guides them to the colour… that helps them to concentrate more 
(CA04). 
 
Carers also commented on the importance of personal items and 
photographs as a strategy to enrich the environment and support familiarity. 
This was especially important for those couples who had moved to new 
residences and wanted to personalise the new home. Family objects and 
pictures were considered important for the person with dementia to provide 
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sensory enrichment and reminisce, but also for the carers, “makes me feel 
like I’m still part of a family even if I don’t see them very much” (CA05).  
Five carers used blocking and locking (doors, cupboards, and 
cabinets) as a strategy to control behaviours, access to rooms or objects. In 
order to control access to areas or objects, four carers added new locks on 
doors and cupboards. One carer solved the unpleasant smells in her internal 
environment by ensuring that doors are closed, “sometimes it doesn’t smell 
very nice and it would permeate right through so I had a, a spring put on 
there so it would close the door” (CA13).  
Although professionals recommended some of these strategies, some of the 
carers had themselves improvised these in response to an unanticipated crises, for 
example a temporary deterioration due to an infection: “He was sort of banging 
around on the walls; and I had to block the stairs off at night, I had to put something 
across so that he couldn’t get downstairs” (CA03). 
Carers also rearranged their space and objects ranging from a smaller scale 
to transforming a whole room in trying to monitor and prevent confusion and risks. 
Examples of smaller rearrangements done by seven of the carers were: covering 
mirrors to prevent confusing the person with dementia (Photograph 4.8), shortening 
cords, repositioning the bed, reversing doors and relocating hazardous items to top 
shelves: “I’ve reversed a couple of doors, because the downstairs toilet door used to 
open inwards, whereas if you collapsed behind there, we’d never get the door open” 
(CA12). 
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Photograph 4.8. Covering the majority of the mirror as an environmental strategy 
 
The most common room transformation was the installation of a walk-in 
shower with nonslip flooring, which was done in five of the properties; even four 
carers that had not installed one, considered it safer than the bath, useful for future 
deterioration and handy for other family members (e.g. grandchildren): “The 
shower's made an awful lot easier… that’s more practical… it’s brilliant… you got 
the whole length of it, so it’s a lot safer. He’s not gonna fall so much” (CA03).  
4.4.2.2 Subtractive strategies: the removal of elements. Nine carers 
considered de-cluttering and simplifying the environment to be helpful in making 
their house more practical and safe. Potential fall hazards were rugs, slippers, 
walkers with brakes, and small pieces of furniture, which carers had to remove in 
order to prevent any accidents and to ensure a clear and safe walkway for the person 
with dementia. Apart from removing or hiding hazardous items, two carers also hid 
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objects to add more comfort: “I have to hide the commodes because it's not very 
nice when people come in” (CA10). 
Removing physical barriers was considered as a strategy to add more safety 
around the house, meaning that sometimes carers had to balance or compromise 
between safety, privacy or comfort in their own home: “I was very close to taking 
the bathroom door off, cause she fell inside with the door shut and the compromise 
was… if I take the door off, I lose privacy as well” (CA02). 
4.4.2.3 Behavioural and structuring strategies: manipulating behaviour 
and use of existing elements or objects. Maintaining a structured routine and 
familiarity was considered an effective strategy to a predictable and simplified way 
of life and care. Two carers, who had professional assistance, made sure that the 
paid carers were familiar with the caring routine too, “you’ve got to have a 
routine… So the girls [the paid carers] know the routine” (CA06).  
Organising and simplifying was also used by carers to prepare or re-
arrange the space for a task for convenience and reduction of time and 
demand, “I prepare his room for him: pull back the bed, put his pyjamas 
where he can see them, put the toothpaste on his brush” (CA06). Some carers 
rearranged cupboards, cabinets and drawers; some carers invented their own 
organising systems: “I’ve sort of laid all his clothes out in certain places and 
make sure they’re always in those places so that he knows where they are … 
all to hand so it makes life a lot easier, yeah” (CA13). 
Additionally, some carers controlled the internal (thermal, olfactory 
and acoustic) environment at home by pulling the curtains to stop the draft, 
keeping the heating constantly on, and creating a positive acoustic 
environment by minimising internal or external noise: “I wouldn’t have the 
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radio in this room… I might have a little bit of music but I wouldn’t have a 
radio up” (CA02). 
 
4.4.3. Barriers to implementing environmental strategies. This theme 
represents the five main factors identified by the carers as preventing them from 
adapting their domestic setting and it involves characteristics of the carer, the 
involvement of professional practitioners, property characteristics, available 
funding and timing.  
4.4.3.1 Carers’ scepticism. Scepticism over the use and importance of 
environmental strategies was the main reason carers did not implement 
environmental solutions. Four carers claimed that the environment had no influence 
on the behaviour of their relative, and did not consider it worth exploring further: 
“It’s his health; the flat doesn’t make it worse… There is no problem in the 
environment” (CA01). Six carers expressed some scepticism about the usefulness of 
the equipment and assistive technologies. Four carers believed that their relative 
would not be able to operate any new device or use any environmental strategy due 
to functional deterioration, “I don’t think it would make any difference if it [the 
cabinet] was labelled” (CA13). Another carer thought that using many adaptations 
and devices would make the environment more complicated for the person with 
dementia, “I have thought about having a stair lift but that could be dangerous with 
him cause he wouldn’t know how to work it” (CA10). Two carers had to return the 
equipment because they thought it was unsafe for their relative, and other carers 
identified such devices as symbols of disability and abnormality: “I try and keep it 
very basic and very normal, very normal for her. I think that is essential, I don’t 
want her to feel she is an invalid” (CA11). 
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4.4.3.2 Reluctance in involving professionals. Ten carers expressed 
reservations about the involvement of health and social care professionals, believing 
that they will not offer adequate support, “I don’t think the social worker has any 
idea about modifications, she’s only a young girl” (CA01) or there will be a long 
wait, “it would take so long to come out to assess you” (CA03). Three carers were 
reluctant or did not even think about involving professionals, and implemented 
modifications themselves through trial and error. 
4.4.3.3 Property spatial characteristics. Carers thought that there were two 
limitations within their home environment preventing them from implementing 
environmental strategies: home ownership and size. In the first case, two carers 
perceived that rental accommodation to be a restriction criterion: “This isn’t our 
flat, so… I would have it different all together… I don’t want to spend money on 
somebody else’s property... I may not be here much longer” (CA01). In the second 
case, for four carers a small space meant that they had no room for adaptations: 
“Things I would like [to change] but there, but I can’t do it because there’s no room 
so” (CA03). 
4.4.3.4 Financial reasons. Another barrier was the financial costs involved 
in implementing adaptations. This was mentioned both by one carer who owned 
their property and those two who did not: “After he had had a fall I did think that 
maybe I ought to think about it [nonslip flooring], but knowing how expensive it is, 
I haven’t done anything at the moment” (CA13). 
4.43.5 Timing. The last limitation was the timing of adaptations in relation 
to the progress of the dementia. Three carers thought that changes and equipment is 
best introduced early on to prevent further confusion. In two cases, the person with 
dementia did not recognise devices as familiar items: “They’ve kindly supplied a 
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commode but he won’t use it… because I’ve introduced it too late in the illness” 
(CA10). On the other hand, three carers thought that adaptations and devices are 
needed in a later stage. “We don’t feel that we need them [alarms]... If she 
deteriorates, then we will come to that decision, if she deteriorates more but, at the 
moment, [we are] quite happy with what we got” (CA08). 
The participants varied in their responses and the barriers they identified. 
Only one participant identified one of the above-mentioned barriers, six mentioned 
a couple of them, five mentioned three, and one carer mentioned four of them. 
Reluctance in involving the professionals was identified by ten carers, followed by 
the timing, scepticism over the importance of the environment, the property’s 
spatial characteristics and lastly the financial restrictions. 
 
4.5 Discussion 
This study gathered empirical evidence on all aspects of the home 
environment and utilised indoor walking interviews with family carers of people 
with dementia. In line with previous research, our findings indicate that the size, 
condition, layout and accessibility of the property are important for the carers, 
(Bentley et al., 1985; de la Cuesta & Sandelowski, 2005; Lach & Chang, 2007; 
Olsen et al., 1999).  However, the present study also shows that the carers identified 
the proximity of rooms as another important factor for accessibility and observation 
to facilitate navigation and manage care.  
Regarding the architectural elements, we found that the size of the property 
is crucial for providing space for equipment, appliances, and ‘escape’ space(s) for 
the carers. Although, for the majority of the carers, bigger properties were regarded 
as more suitable, two of the carers had moved to one-bedroom apartments because 
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they were more handy and manageable. However, this can only be achievable in 
practice for caring relatives who still share the same bedroom. Previous research 
indicated that space for ‘escape’ and privacy are preferable in living well with 
dementia (Gitlin, 2007; Soilemezi, Drahota, Crossland, & Stores, 2017; van Hoof & 
Kort, 2009; Van Steenwinkel, Van Audenhove, & Heylighen, 2017). 
In general, an open layout allowing visual and acoustic connectivity, 
appeared to be preferable, although some participants disagreed. Previous research 
also offers mixed evidence about an open layout (Marquardt, Johnston, Black, 
Morrison, Rosenblatt, Lykentsos, et al., 2011a; Olsen et al., 1999; van Hoof & Kort, 
2009). The presence of stairs was considered a reason for relocation for two carers, 
while a stair-free home was considered a facilitator by all but one of the carers, 
which echoes previous studies (Bigonnesse, Beaulieu, & Garon, 2014; Gill, 
Williams, Robison, & Tinietti, 1999; Marquardt, Johnston, Black, Morrison, 
Rosenblatt, Lyketsos, et al., 2011b; Safran-Norton, 2010). Access to areas, for 
example a toilet in each level, was perceived as very helpful to minimise night 
wandering (and thus reduce risk of falls and incontinence accidents). Previous 
research has also indicated that windows and adequate lighting are important for 
people with dementia to enhance safety and wellbeing (Torrington & Tregenza, 
2007; Wong et al., 2014), to provide time and season orientation (van Hoof & Kort, 
2009) and contributing to the feeling of them less isolated or trapped (De Witt, 
Ploeg, & Black, 2009; Gibson, Chalfont, Clarke, Torrington, & Sixsmith, 2007), but 
our findings highlighted the presence of big windows, pleasing views and 
brightness as important aspects also for carers. This of course depends on the 
surroundings outside, which in densely populated areas, may be problematic due to 
noise and the feeling of exposure. 
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The location and proximity of the rooms was another significant finding of 
this study. Figures 4.3 & 4.4 represent the adjacencies of two of the dwellings (floor 
plans showed in Figures 4.1 & 4.2ab) that despite their possible disadvantages 
include a lot of positive elements. The first figure represents a two-level house and 
the second a single-level apartment, showing the issues raised by the interviewees. 
While architects and designers do not have control over the size of the dwelling or 
environment, they have the tools to define the immediate environment. As shown in 
Figure 4.3, although there are most of the desired adjacencies (toilets on both levels, 
visual connections in the main room, ability to control the stair, a garden for views 
and escape), the space sets a series of obstacles (i.e. small changes of levels that 
may cause accidents), small windows limit the natural light in the living spaces, 
elements that designers could have avoided.  
 
Figure 4.3. Adjacency of a two-storey dwelling 
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On the other hand, Figure 4.4 presents a more easily controlled space, where 
even with the lack of visual connections, things can be resolved through the use of 
technologies. 
 
Figure 4.4. Adjacency of a single-level dwelling 
 
Regarding the interior home environment, familiarity was found to be 
important for family carers to reduce their relatives’ confusion and hence their 
caring demands. Conversely, unfamiliarity can be a useful strategy for carers when 
they need to prevent risks, for example installing a new oven that is unfamiliar so 
that the person with dementia is less likely to operate it. As a part of maintaining 
familiarity, carers reported placing photographs, favourite furniture and personal 
objects around their home as a strategy against social isolation and a means to 
provide comfort, a sense of continuity and connectedness with their families. This 
strategy is also reported in previous research (de la Cuesta & Sandelowski, 2005; 
Sixsmith et al., 2014; Swenson, 2010). Finally, our study confirms previous 
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research indicating the importance of regulating thermal comfort inside home (van 
Hoof et al., 2010). 
Carers adapted their home in a range of ways, from simply installing locks 
on cupboards to installing a walk-in shower, and using various equipment and 
devices. The majority of these changes were used to compensate for physical rather 
than cognitive difficulties. Although equipment was perceived as beneficial (even 
used by some of the carers), our findings showed a mixed reaction to assistive 
devices, with five carers reporting that they were essential in promoting safety, 
independence and a sense of control while six other carers were more sceptical 
about their use and need. Arguably, the assistive devices may allow for time to be 
spent in personalised activities.  
Organising, simplifying and re-arranging as well as establishing routines 
were widely used as strategies for reducing confusion and demand. In addition, a 
number of other strategies were reported as helpful, such as simple adjustments, 
visual strategies (such as written information and colour cues), hiding, disguising or 
removing items, controlling, which is also documented in previous studies with 
dementia carers (de la Cuesta & Sandelowski, 2005; Donovan & Corcoran, 2010; 
Redfern, Norman, Briggs, & Askham, 2002). Reduction of noise was essential to 
support their relative, consistent with previous research that suggests that “noise is 
for people with dementia what stairs are to people in wheelchairs” (Judd, Marshall, 
& Phippen, 1998; p.17). As expected, the carers utilised strategies based on sensory 
cues as memory prompts. Interestingly, only one carer reported colour as a useful 
strategy for highlighting objects, although previous research has suggested that the 
use of contrasting colour can be useful in dementia care (Mace & Rabins, 2011).  
EXPLORING THE PHYSICAL HOME ENVIRONMENT  
 
151 
The present study identified various reasons why carers did not implement 
environmental solutions: mainly carers’ perceptions and expectations around the 
usability and need, mistrust in the support of professionals, timing, costs and 
property’s characteristics. Routines and habits are difficult to change in older age 
(Dahlin-Ivanoff et al., 2007) and this may explain why some carers did not wish to 
try new adaptations. Another explanation could be that carers lacked information 
about the progress and symptoms of the illness, or lacked understanding of the 
potential impact of the environment on mood and behaviour and hence miss out a 
lot of available environmental solutions. Not realising the possible importance of 
the environment appears a major barrier to implementing potential solutions.  
The cost of adaptations was identified as another barrier (see also Boger et 
al., 2013; Hawkins & Stewart, 2002; Kinney, Kart, Murdoch, & Ziemba, 2003; 
Lach & Chang, 2007; Marquardt, Johnston, Black, Morrison, Rosenblatt, Lyketsos, 
et al., 2011b; Pierce et al., 2015; Tanner et al., 2008). This is an important finding 
considering that dementia carers report higher levels of financial difficulties than 
other types of carers (Ory, Yee, Tennstedt, & Schulz, 2000) and so more state 
support and services should be in place for them. 
Another barrier to making home adaptations was due to property 
characteristics: space and ownership. Home ownership is considered important as it 
allows one to exert control over the immediate home environment and change, 
adapt or personalise it (Bentley et al., 1985; Dupuis & Thorns, 1998). It has also 
been associated with healthy ageing and independence, but also as influencing 
one’s identity and belonging (Després & Lord, 2005; Després, 1991; Saunders, 
1989; Shaw, 2004; Sixsmith et al., 2014; Swenson, 2010). Arguably, if a home 
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environment is flexible and easily manipulated to accommodate for changing needs, 
ownership may no longer be a barrier. 
Whether or not a property was rented or owned not only affected the amount 
of money spent on it, but also the perceived responsibility for making the necessary 
improvements or modifications. There is a crucial link here to the modernist 
concept of “the adaptable house,” with moving walls and open plans, such as 
Rietveld’s 1924 Schroeder house (Kolarevic, 2015), Archigram’s 1967 Control and 
Choice project (Saddler, 2005) with the plug-in elements for customisation or more 
recently the Doug Jackson’s DRAPE project (Jackson, 2009). Such houses adapt 
easily, without ownership being an issue anymore. 
 
Limitations 
This is a cross-sectional study and the data were derived from the 
perspectives of thirteen carers, all white, conveniently selected and heterogeneous 
in personal and housing conditions. All participants had already been involved with 
local services and had implemented minor or major adaptations. Therefore they 
were used to dealing with daily environmental challenges and accepting them. In 
some cases, adaptations were in place due to physical difficulties, before the 
relative was diagnosed with dementia. It is also possible that carers stopped using 
some of the reported strategies or introduced new ones. Thus, it is unlikely that 
strategies are applicable to all carers or to all stages and forms of dementia. Also, 
carers’ perceptions of the researcher as an ‘expert’ may have influenced the level of 
disclosed information to ‘impress’ or satisfy the researcher. 
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Implications for practitioners 
The issues addressed in this paper are relevant to practitioners in the construction 
industry (architects, interior designers and future housing developers) as well as 
health and social care professionals. In building sustainable housing, one ought to 
take into consideration the type and progression of illness, the environment and the 
inhabitants. Different types of dementia affect different capacities (memory, 
attention, speech, vision, mobility) and different carers face different challenges and 
circumstances. Housing developers need to understand the dynamic relationship 
between people and their homes and the need to live in flexible living spaces to 
accommodate changes over their lifetime with minimal possible cost, modifications 
and stress (Hawkins & Stewart, 2002; Pierce et al., 2015). They have the great 
challenge to marry together several aspects that are perceived as important for older 
population (including carers of people with dementia), such as adequate size (with 
at least two bedrooms and spaces for escape), costs and location.  
 Architects need to carefully consider issues around the accessibility to 
important areas (e.g. bedroom, toilet, outside space), layout (preferably stair-free, 
toilet on each level), proximity (adjacency) of rooms (bathroom with the main 
bedroom, main bedroom with the second bedroom), as well as natural light. It is 
also important to understand the unique personal meanings and experiences of 
living and caring at home (Aminzadeh, Dalziel, Molnar, & Garcia, 2010; Soilemezi, 
Drahota, Crossland, & Stores, 2017) and build in spaces for escape. It is advisable 
to focus on a more proactive approach and design houses anticipating how things 
may change, e.g. children leaving home and ageing. It has also been suggested to 
incorporate permanent safety elements into the interior design of homes, so the next 
generation of people affected by dementia will already be accustomed to them, such 
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as reversible doors or safety ovens (Nygård, 2009), as standard and familiar 
domestic elements.  While the debate over closed versus open layout is ongoing, 
visual connectivity can be achieved even with the presence of physical barriers, for 
example with internal openings, windows, etc.  In multi-level properties, the design 
of stairs is crucial for enabling safety and comfort. The presence of steep stairs was 
a reason for relocation and this is perhaps something that needs to be challenged 
and addressed by re-examining standards and current policies for domestic spaces  
as staircases are a problem for both the person with dementia and the also ageing 
carer.  In addition, there is also the choice of materials and details (e.g. smooth matt 
skirting, windows that can open inside) that can support the cleaning and 
maintaining of the property for ageing (and often exhausted) carers.  
We found that carers often invent solutions and learn new skills without 
professional guidance or support. Perhaps the need for improvisations may indicate 
that current services do not meet carers’ needs, because of the inflexibility of those 
services, bureaucracy, long waiting lists, busy workloads and lack of a follow-up 
evaluation. It could also be that carers are unaware of the available services, or even 
have negative perceptions about them. The carers in this study also believed that 
timing was important: too late and the adaptations may be ineffective, whereas too 
early and they might get rejected by the person with dementia. At the same time, 
health and social care professionals need to consider that often carers do not ask for 
support and practical suggestions in time. As a result, carers may invite professional 
help too late, only when they are too exhausted or an accident or crisis has occurred 
(Egset & Myklebust, 2011; Lach & Chang, 2007). Professionals therefore need to 
reach out to the carers and offer continuous needs assessment and support.  
Modifications need to be in place as soon as a need arises to be effective 
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(Nijhof, van Gemert-Pijnen, Burns, & Seydel, 2013; Nygård, 2009; Petersson, 
Kottorp, Bergstrom, & Lilja, 2009; Pynoos & Ohta, 1991). Insufficient formal 
support can impact on the quality of caring and contribute to the decision to relocate 
the person to a more supportive setting (e.g. an easily accessible property, a warden 
controlled flat).  
In addition, educating the carers in the role of the environment and available 
adaptations is required. Carers may not understand fully the impact of their 
environment and in some cases underreport environmental problems to services. 
This can be either because carers valued their home so highly and/or they might 
under-estimate some aspects due to ‘over-familiarization’ (Oswald & Wahl, 2004), 
or lack information on the importance of the environment and/or available 
solutions. Carers might attribute any difficulties to themselves or their relative’s 
condition and not necessarily to the home environment. Including family carers in 
the design and management of interventions is important as they have an influential 
role in the compliance to interventions and are a valuable source to identify even 
the subtle changes in their relative’s function levels. Therefore, negotiated joint 
decisions and continuous assessment are needed to ensure the proposed solutions 
address everyone’s needs and cause the least disruptions and restrictions.  
 
Future research 
As studies in private homes are very limited, more qualitative studies are 
needed to elicit the experiences and preferences of people with dementia and their 
carers at managing dementia at home (Carmody, Traynor, & Marchetti, 2014; 
Prince et al., 2013). Studies should utilise heterogeneous and cross-cultural samples 
in a longitudinal design to capture possible changes over time and bring more 
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insight to the importance of home and environmental interventions for dementia 
care. In addition, examining all the residents’ needs could bring more light on 
whether there are competing meanings and experiences from the perspectives of the 
person with dementia and the carer, in order to reinforce the meaning of and 
interactions with the home for the dyad. More research on home environments is 
essential to better understand which environmental features and strategies are 
effective and perceived as helpful to different forms of dementia carers and at what 
stage, for example open plan versus closed rooms layout or flexible space 
arrangements.  Eight carers in this study clearly indicated that an open-plan layout 
was helpful, whereas only four favoured the option of closed off areas. The research 
into home environments has the potential to close the gaps between theory-
research-application and could contribute to clinical applications and inform future 
housing design (Gitlin, 2003). Naturalistic data collection methods, such as walking 
interviews and home observations, allow the researcher to be exposed to the reality 
of the participants and add validity to the findings. Interviewing people around their 
homes helps recall specific issues and facilitates a more detailed account of 
experiences and concerns (Wherton & Monk, 2008).  
 
Conclusion  
This study explored the experiences and views of co-resident family carers 
of people with dementia regarding the role of their home environment. The findings 
illuminated a number of important architectural and design aspects, such as size, 
layout and condition of the property, familiarity, brightness, flooring, and the 
acoustic, olfactory and thermal environment. Family carers implemented a wide 
range of strategies to tackle daily safety challenges, and promote autonomy and 
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comfort at home. Often carers adapted their home through trial and error, without 
expert advice. Barriers to implementing adaptations concerned the carers’ 
scepticism over the use and need of such interventions, mistrust towards 
practitioners, financial difficulties, timing and spatial restrictions. In addressing 
dementia care, there is no universal solution to satisfy carers’ needs. Environmental 
manipulation is not a panacea but is a simple and often inexpensive approach that 
can offer the opportunity to a person with dementia and carers to live in a safe and 
comfortable environment.  
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5.1. Summary of findings 
The aim of this thesis was to understand the role of the home environment in 
dementia care. The main two research gaps that thesis focused upon were: 1. What 
does the qualitative literature tells that about (a) the general experiences of people 
with dementia and carers at home, (b) the enabling and constraining characteristics 
of the home, and (c) environmental strategies used in dementia care. 2. How do 
family carers perceive their home environment and what is their home’s subjective 
and objective impact on them? The first question was answered by conducting a 
systematic review of qualitative literature (chapter 2), while the second was 
answered by conducting an interview study with local family carers (chapters 3 and 
4). The two complementary approaches employed in this research programme 
(systematic review and primary qualitative study) have provided a better 
understanding of the role of the home environment in dementia care.  
Figure 5.1 below presents the themes from the two approaches. Examining 
these findings closer, there are some clear similarities and interconnections but also 
some differences. For example, the findings reported in chapter three (the subjective 
meanings of home) are closely linked to the first theme of the systematic review 
(home as a paradox). Similarly, the important architectural aspects reported in 
chapter 4 are closely linked the second theme of the synthesis (there is no magic 
formula). The similarities and differences in some of the findings are to be expected 
as the data from the interviews derive from a small sample of family carers, 
whereas the systematic review covers a bigger sample and thus a wide range of 
opinions. The rich data from the interviews may be the result of a very focussed 
research enquiry and allowed in-depth exploration of both subjective and objective 
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dimensions of the home experience, whereas the studies included in the synthesis 
covered a wide range of topics (some studies did not have an initial focus on the 
environment), which were compiled to answer the review question. For example, 
both the third theme of systematic review and the interview findings in chapter 4 
focused on the variety of adaptive strategies that are needed to create a safe and 
comfortable home. However, the creation of escape space(s) was a unique and 
important finding from the primary interviews that can be added to the strategies 
highlighted in the systematic review. Additionally, the interview data highlighted 
potential barriers to implementing environmental strategies. 
 
 
Figure 5.1. Presentation of Themes Emerged from Both Research Approaches 
 
Experiences of home environment  
Examining the themes more closely, it is clear that themes from both the 
review (‘home as a paradox’) and the primary data collected with the current carers 
(‘the different meanings of home’) indicate that dementia changes the way people 
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experience their home. Home is a significant place with profound impact on both 
the person with dementia and their family carers and is conceptualised in positive 
terms (security, happiness, haven, privacy, freedom, identity, refuge, retreat, 
warmth and comfort). However, the meaning of home is likely to be disrupted due 
to a number of significant compromises and adaptations within the domestic space, 
and change from a place of emotional and physical comfort (haven) into a 
medicalised place and/or a prison. As a result, home becomes a place of various 
tensions (safety versus comfort, familiarity versus adaptations, and risks versus 
independence) as described in chapter two. The primary findings revealed two 
themes on how the family carers dealt with these tensions in order to bring harmony 
and balance these tensions at home (‘reason for relocation’ and ‘staying in place but 
redefining the home environment’). Also, synthesising existing qualitative research 
illuminated the lack of studies addressing the meaning of home for family carers, 
something that has been covered by the interview study conducted here. 
 
Important home features 
This thesis discussed a number of architectural and interior design features 
that can have an impact when caring for a person with dementia at home. The 
systematic review (chapter two) indicated that, in general, adequate space, layout 
and accessibility, and natural light and windows were considered important. These 
were also confirmed by the interview study that also contributed new insight that 
the physical condition and proximity of rooms could be also important. The primary 
data also highlighted interior design aspects that can impact on dementia care, such 
as the home’s decoration and furnishing (especially the home’s familiarity and 
personal objects), brightness and use of colour, materials and finishes (such as 
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flooring), and elements of the general internal (thermal, acoustic, and olfactory) 
environment.  
 
Environmental strategies 
Both the synthesis of qualitative research (chapter two) and the primary 
study (chapter four) indicated that there is a variety of available adaptations that 
take place at home either as a result of professional input or often via trial and error. 
Transformative strategies aim to rearrange and adjust the home space and objects 
according to individual circumstances. While the systematic review suggested that 
adapting the home space was used to provide a retreat for the person with dementia, 
the primary study indicated this is also necessary for the carers to provide them with 
some escape space. 
In both the review and the interviews with the family carers a range of 
behavioural, subtractive, additive and supplementing strategies were reported to 
support dementia care at home. Whilst the findings from the primary study reported 
that only carers used assistive devices, the systematic review highlighted that both 
people with dementia and carers used them (for example, medication dispensers, 
timers and time orientation devices).  
 
Barriers to environmental adaptations 
Finally, a finding that was only reported in the primary data (chapter four) 
was the number of potential barriers preventing environmental strategies: carers’ 
scepticism, characteristics of the property, timing, available funding and 
involvement of professional practitioners.  
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5.2. Theoretical considerations 
In this thesis, I argued that the home environment is very important for both 
the person with dementia and their co-resident family carer. The two empirical 
chapters (3 and 4) focused on the experiences of 13 family carers and how life at 
home has changed since they started their caring responsibilities. The impact of the 
home environment on the family carers has come to matter to me from my 
professional background in psychology (I worked in a dementia assessment unit 
before starting my research career) and previous research experience involving 
carers.  As a result, the choice of research focus and methods of this thesis was 
driven by my applied health background and after reading relevant literature on the 
impact of the home environment. The focus on the home environment, as well as 
the interactions between the participants and their domestic space, called for the use 
of walking interviews as an ideal method to observe the carers’ homes and collect 
the empirical data. My aim was to examine the family carers’ experiences in 
relation to their home space (not just focus solely on the carers), so it was important 
to observe the home environment, to discuss and understand their experiences ‘in 
place’. This choice of method was instrumental in helping me think about the 
interplay between the participants and their home situation and resulted in 
generating a rich body of data on how carers live and deal with everyday situations.  
Apart from the walking interviews, visual data were collected (photographs, house 
maps) to help me understand the carers’ situation in relationship to their 
environment.  
This thesis was not theoretically driven, nor intended to generate new 
theoretical perspectives. However, earlier on in my PhD journey, I came across the 
ecological theory of ageing by M.P. Lawton, which is the most prominent 
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framework in environmental gerontology, which I draw on when considering the 
main research questions, the interview schedule and some conceptions of the 
analysis of the findings as presented in chapter 3 and 4. Later, when I entered the 
analysis of the primary data, I also drew on two more theories to help me organise 
the rich body of my primary data and finalise the final themes and subthemes. In 
order to obtain a holistic understanding of the home experience, I drew on the 
place-identity theory developed by Proshansky, Fabian, & Kaminoff (1983) and the 
meaning of home theory developed by Somerville (1992) to inform more 
specifically the data analysis by helping me to refine the constructs and frame the 
final themes. Although chapters 3 and 4 separated the findings into two categories -
the psychological/social and physical aspects – this was only done to present and 
discuss the findings in more detail. The intention was not to imply a ‘dualism’ 
between these two aspects of home. I chose to include all these three theories 
knowing that not a single theory can explain all my findings and also knowing that 
they may complement each other as they share some similarities. The following 
section presents the three theories that I draw upon in more detail and discusses 
some of their limitations, some similarities and differences.  
 The person-environment fit model. The person-environment fit model, 
also known as the ecological theory of ageing, was developed by Lawton and 
Nahemow in the 1970s and is the earliest and most cited framework in 
environmental gerontology (Calkins, 2018; Lawton, 1997). The founder of this 
model, M.P. Lawton, was an American gerontologist, who was the first to bring the 
focus of the clinical and research community in the importance of the 
environmental features for the ageing population while criticised the overemphasis 
on deficits, impairments and negative stereotypes in gerontology. This model 
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proposes that the environment (not the person) should be modified to fit the 
person’s competences and that adaptations are needed to balance the demands of 
the external environment (“environmental press”) and the individual’s internal 
capabilities (“competence”). The environmental demands become increasingly 
critical to the wellbeing of the older people as their capabilities decrease by 
biological and socio-economical factors and thus their wellbeing can be improved 
by adapting some (small or large) environmental features.  
Although Lawton’s model was developed for older people in general, it has 
a great relevance specifically to dementia care and support. For example, 
environmental demands (e.g. noise or limitations in physical space) can be the 
primary cause of negative behaviours and poor outcomes for both the person with 
dementia and carers such as agitation, apathy, wandering, irritability, behaviour 
changes (Sadowsky & Galvin, 2012; van Hoof & Kort, 2009). Thus, simplicity and 
familiarity is important for this population. One the other hand, this model cautions 
against creating an environment that is too simple and homogeneous, as it may 
result in being depressing and/or disorienting, because individuals need a sense of 
excitement and stimuli variation. One should aim to create an optimal 
environmental setting, which is the one that balances the demands and excitement 
of the external environment and the individual’s internal capabilities and one which 
could minimise maladaptive behaviours (Corcoran & Gitlin, 1991). Using the 
previous example, people with dementia may become agitated in a noisy (over 
stimulated) environment rather than explain through words that they feel 
discomfort. 
In this thesis, the ecological theory of ageing influenced the main research 
question of this thesis, the data collection method, the interview schedule and 
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conceptions of the analysis. My assumption when I started this research was based 
on my previous clinical knowledge that after the diagnosis of dementia, the home 
environment becomes very important and that all the participants would have 
implemented a number of home modifications. Adapting the home space to fit to 
the residents’ capabilities is the core element of the ecological model of ageing. 
This model also inspired me to formulate some of my interview questions. For 
example, since the theory emphasised on how people change their environment to 
fit with their competences, I asked the following questions: ‘How has your home 
changed since you became a carer?” “Thinking about this room and your every day 
tasks, how easy or difficult is it to care for your relative in here?” “What task / 
behaviour / equipment do you find particularly troublesome or useful in here and 
why?”  Regarding the analytical process, the ecological model of ageing influenced 
the pattern recognition and formation of codes, some of the main themes and sub-
themes. For example, the two main themes in Chapter 4 (“Important environmental 
aspects’ and “Adapting and improvising’) were identified as core themes in the 
participants’ narratives and can be explained by this model as actions taken by the 
participants to balance the demands of their home environment (“environmental 
press”) and their capabilities (“competence”). The findings indicated that all 
participants had adapted, to a smaller or larger degree, their home environment in 
various strategies to enhance the familiarity, accessibility, adequate stimulation and 
safety at home in order to compensate for the physical barriers, the physical and 
cognitive difficulties of the residents. The ultimate goal was to make a home that 
can promote independence and comfort by adapting the environment to fit their 
functional level, which is in line with the ecological model of ageing. As M.P. 
Lawton (1997, p.10) explained: 
GENERAL DISCUSSION   
 
185 
The accommodating environment may be described as one where an effort 
is made to adjust the housing environment to the changes in tenants. In the 
ecological model, decline in competence is accompanied by a planned 
lowering of press level so as to maintain behavior and affect within the 
positive-outcome zones. 
However, this model has a number of limitations. One of them is that it does 
not account for aspects like privacy, personalisation and comfort, which are all 
essential to make a house into a home and the experience of ‘feeling at home’ 
(Zingmark, Norberg, & Sandman, 1995). Instead, Lawton’s model primarily 
focuses on safety, functionality and appropriate stimulation levels. As a result, the 
person-environment theory provided the general orientation for framing this project 
and helped me in interpreting the findings related to how carers experience the 
physical anatomy of the ‘house’, but it was necessary to look for other frameworks 
in order to be able to understand how carers experience the psychological 
significance of ‘home’.  
Another limitation of the ecological model of ageing is that it does not 
account for the diverse needs and capabilities of all the residents and cannot explain 
potential tensions. For example, some of the participants chose not to implement 
adaptations (e.g. alerts) that may have been helpful for their spouse because their 
need for a homely environment was stronger. Furthermore, some carers reported 
that they modified their homes (e.g. removed the bath to install a shower room) in 
favour of their spouse’s need to be safe and independent. However, when 
modifying the home environment to support and promote independence for a person 
with dementia, it can sometimes destabilise the symbolic meanings of home for the 
co-resident caregivers with great impact on their wellbeing. Thus, the ecological 
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model of ageing can explain single interactions with the environment and cannot 
account for other residents’ needs. Thus, it may have limited use in a complicated 
home unit when the needs and competencies of a ‘declining’ person with dementia 
and the ‘healthier’ co-resident carer may be different and at times conflicting. 
The place-identity theory. The place-identity theory was developed by 
environmental and social psychologists Harold Proshansky, Abbe Fabian and 
Robert Kaminoff in the early 80s, although the term place-identity has been used 
before that by human geographers. This theory discusses how one’s sense of self is 
not only expressed by one’s relationship with others, but also by relationships with 
various physical settings and so it links one’s identity with space and place (‘place-
belongingness’). The place identity theory refers to place-belongingness as a 
cognitive construction that is modified over the course of a lifetime and evolves in 
response to continuous transactions with the physical and social world, providing 
symbolic and affective meanings of the environment, protecting self-identity and 
promoting wellbeing. According to this theory, people experience their physical 
settings by having good/bad feelings and attitudes about those settings, which can 
change over time. The physical settings and other people play an important role in 
in shaping one’s own self-identity. Places (one’s home, neighbourhood, etc.) may 
change radically and so will one’s feelings and perceptions about them. For 
example, if one is forced to relocate to a new home in a new neighbourhood, it may 
threaten one’s self-identity. As the authors explained,: 
Depending on the stage of the lifecycle that the person is at, and the 
discrepancy between the old and new locations, a sense of belongingness to 
the new neighborhood may never be achieved (Proshansky et al., 1983, p. 
66). 
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Place identity is thus crucial and has several functions: it provides an 
environmental past and compares familiar with unfamiliar day-to-day settings, it 
provides meanings to places to understand roles, behaviours and required functions, 
it helps in dealing with changes in the environment and dealing with others in our 
space, and protects against anxiety and other dangers (Proshansky et al., 1983). 
In this thesis, the place-identity theory was specifically used in the analytical 
process to help me understand the carers’ meanings of home, their experiences of 
their physical environment and their feeling ‘at home’ and how they both have 
changed over time, their sense of belongingness and attachment to their homes, 
their need for some privacy and personal space (e.g. escape room). It also helped 
me to see how carers created their environment to reveal aspects of themselves (e.g. 
photographs) and reinforce their identities (not solely that of a caregiver). Overall, 
this theory influenced my analysis to refine one of the main themes in Chapter 3, 
“Perceived impact of home: to move or not to move”. The findings indicated that 
some of the caregivers together with the person with dementia decided to relocate to 
another more supportive home environment. This is something that can be 
explained by the place-identity theory as it proposes that if individuals cannot 
change the physical environment or the behaviour of others, then they are likely to 
move to a more suitable setting. However, the findings also indicated that some 
caregivers were happy to remain in place and put their home into the service of their 
relative, as long as they could keep a private space to restore their privacy, maintain 
a sense of control and meaning(s) of home and preserve their identity beyond 
simply being a caregiver. For those caregivers, creating an escape and personalised 
space, where carers’ place-identity and the surrounding ‘escape’ space were 
supporting each other, was regarded as very important. Why some participants 
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created escape space(s) could also be explained by the place-identity theory, which 
claims that individuals will try to bring harmony and develop coping techniques to 
minimise discrepancies. That was the case both for the carers who remained in 
place and the carers who relocated. Thus, the creation of an escape room could be a 
result of the carers’ need to harmonise discrepancies between their environment and 
self-identity. A personalised escape space may be one such coping technique to 
rectify this and reinforce the presence of self (values, personality, culture, etc.) of 
the carers within their otherwise ‘medicalised’ home.  
Although I found the place-identity theory very helpful to confirm some of 
carers’ space interactions with their home environment regarding issues of identity 
and space, it was not sufficient to explain all the findings. For example, it cannot 
explain why carers manipulated their home for reasons of safety, the different 
meanings of home for the carers, and the important architectural elements. The 
ecological model of ageing, as outlined earlier, and the meaning of home 
framework, which is described below, can explain some of these findings. 
The meaning of home theory. The third theory, the meaning of home 
theory, developed by Peter Somerville (1992), claims that home is constructed 
through the interplay between three complementary dimensions (physical, social-
cultural, and personal-psychological). According to this theory, home is a 
multidimensional concept, with at least six or seven underlying concepts: shelter, 
hearth, heart, privacy, roots, abode, and paradise. Somerville argued that the home 
is a socially constructed concept incorporating both elements of idealism and reality 
and that one can still have a sense of home even if one has no experience or recall 
of it. As he explains, the meaning of home involves “compounds of cognitive and 
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emotive meaning, and embracing within their meaning complex and variable 
distinctions between ideality and reality” (Somerville, 1992; p. 537). 
In this thesis, the meaning of home theory was helpful in assisting me to 
organise the data regarding the complex and mulitidimensional meanings of home 
and thus the formation of the first main theme in Chapter 3 (“the different meaning 
of home”) and specifically the first sub-theme (“home as a secure heaven”). It 
helped me to organise the primary data into categories, such as home as heaven, 
home as a place of privacy, and so forth.  
However, the limitation of this model is that it identifies particular 
categories of meanings, but these are not universal. From previous literature 
(Sixsmith, 1986) and from my interviews it is clear that the meanings can change 
continually throughout life. The concept of home is complex and dynamic and can 
mean different things to different people at different points of time. As such, the 
model cannot explain the disruptions of the meanings of home and why some 
participants potrayed their home in negative terms, such as prison or hospital.  
Although these three theories discussed above are different and were used to 
explain different sections of the findings, if we examine them closer there are some 
interesting similarities. Firstly, the ecological model of ageing and the place-
identity theory both examine what is ‘right’ and what is ‘wrong’ in the environment 
and try to harmonise it: the ecological model focuses on harmonising the physical 
competences; the place-identity the cognitive discrepancies. In that sense, both 
models predict some kind of change in the environment. That can be in the current 
environment or if change is not possible, relocation to a new environment. 
Secondly, both models require a degree of environmental mindfulness and control 
in order to understand what is ‘not right’ and modify it. Thirdly, both models argue 
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that relocation can be a good option, when the current environment is not 
appropriate. On the other hand, a striking difference between these models is that 
the ecological model argues that in discrepancies, it is the environment needs to 
change, not the person; the place-identity expands the argument to propose that if 
this is not possible, then the person needs to change his/her behaviour. It is clear 
from the summary of the theories that they provided a useful guideline as to how to 
approach my data and how to help me think about how to make sense of my data 
and refine the final themes. What is also clear is that the above theories worked in a 
general level and did not focus on the complexities involved in the interactions 
between the family carers and their home situations. From all three theories the 
place-identity theory is the one that comes closer to explain how the carers 
experience their home environment. Even so, this is done at a level of 
representation (meanings=representations) and it does not go as far as studying how 
the carers really live and interact with their home situations. On the other hand, the 
walking interviews (as opposed to stationary interviews), enabled me to study these 
interactions ‘in place’ as explained in the following section. 
Walking Interviews. Reflecting back on my research journey, I regard the 
choice of the walking interviews as influential on the way I understood how the 
carers were coping with their role and their changing meaning of home, not just as a 
question of representation (both in theory and method, e.g. ratings), but also living 
it all through their actual interactions with their home environments.  Because the 
focus of my research was to elicit environment-specific data, the walking interviews 
provided an in-depth mobile interviewing that enabled the family carers to express 
their views about the impact of their home space, their connections and daily spatial 
practices. In comparison with the traditional static interviews, I was able to observe 
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and gather rich information within the context of the space they were referring to 
and while the carers were interacting with it. Because their home space acted as a 
prompt, the carers talked about the environment spontaneously. Moving around 
their home provided a context for further discussion about locations, practices and 
strategies and this enabled the carers to share in greater details their issues 
concerning their home situation. This focus on the interplay between the carers and 
the environment (enabled by the walking interviews) resulted in themes to emerge 
that would not have emerged from the traditional sedentary interviews. In general, 
the walking interviews not only provided me with a general framework to approach 
my research questions but also kept me focused on the environmental interactions 
(as opposed to staying focused on the carer or the environment alone). In that sense, 
the walking interviews influenced greatly my research journey (from the formation 
of my research question, the data collection and the interpretation of findings) and 
helped me to remain alert and continuously question the interplay between the 
participants and their home environments.  
 
5.3 Strengths and contribution of this thesis 
The present research adds a number of significant contributions, derived 
from the two approaches, that involve new knowledge from the findings of this 
thesis, the context of the research and the methods used. 
 
Outcomes 
Firstly, this research is timely and topical in the face of a globally growing 
ageing population and increased prevalence of dementia. The originality of the 
GENERAL DISCUSSION   
 
192 
interview study lies in its intention to ascertain carers’ perceptions over the impact 
of the home environment. This is the first study that provides empirical evidence 
about the meaning of home for family carers co-residing with a person with 
dementia. The findings provide a deeper understanding of the meaning and 
experience of home and how it can change over time. Previous research, mostly 
quantitative, has hypothesised that there might be a potential role for a retreat space 
for carers and this study provided the first empirical evidence that creating room for 
escape can be a restorative strategy to preserve the family carers’ identity, and 
maintain a sense of control and meaning of home.  
Furthermore, this is the first UK based study that explored the perceptions of 
family carers on environmental features and strategies. Combining the synthesised 
data from the systematic review and the empirical data from the primary study, this 
thesis provides a holistic and comprehensive understanding of the importance of 
both the subjective (meaning of home) and objective aspects of the home 
environments, namely architectural and interior design principles, such as space, 
layout, light and familiarity. These principles together with environmental 
strategies, such as controlling techniques, use of technologies, and rearranging the 
environment, helped to clarify the key barriers and facilitators at home and form a 
deep insight to support ageing in place for people with dementia and their carers. 
Previous studies have looked at some of these aspects separately, but this thesis 
brings all these environmental elements together to provide a coherent 
understanding. Hence, the outcomes offer valuable knowledge to support people 
with dementia and their families at home and assist practitioners in creating an 
enabling home environment.  
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Context 
Conducting research in private homes is uncommon and largely ignored by 
researchers and policy makers, which implies that there might be issues regarding 
dementia care at home that have been overlooked (Gitlin et al., 2013; van Hoof, 
Kort, van Waarde, & Blom, 2010). There is a predominant emphasis on research on 
the institutionalised dementia care environment, possibly because these 
environments are more predictable as opposed to domestic environments that may 
pose a myriad of challenges (Gitlin, 2003). The present study helps to address this 
imbalance and contribute new knowledge on the impact of the home environment in 
dementia care.  
Another strength of this thesis was the clear and comprehensive definition of 
the home environment including both objective (physical) and subjective (personal 
meaning) perspectives leading to more informative findings. Elucidating both 
aspects is important and deserves closer examination. In this way, in-depth 
exploration of each perspective was possible that contributed to rich understanding 
of the home’s impact on carers’ strategies and wellbeing.  
 
 
Methods 
This is the first study to utilise indoor walking interviews to ascertain family 
carers’ perceptions about their home. As the participants’ environment acted as a 
prompt, a more detailed account of carers’ daily concerns was possible, offering 
richness of data and providing more ‘power’ to the participants (Carpiano, 2009; 
Jones, Bunce, Evans, Gibbs, & Hein, 2008; Van Cauwenberg et al., 2012; Wherton 
& Monk, 2008). This three-way interaction (researcher, participant, environment) 
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allowed (a) direct observation of the strategies used and (b) highlighted specific 
features, interesting points and contradictions while ‘in place’ (Evans & Jones, 
2011). However, special attention was given to ensure that the participants were 
safe during the walking interviews, as previous studies had indicated that 
interviewing older people can be demanding and they may be fatigued easily and 
walking and talking can be a falls risk for older populations (Beauchet et al., 2009). 
Additionally, important features discussed during the walking interviewing 
were not mentioned during the first part of the conventional interview, which is in 
line with previous research (Evans & Jones, 2011). For example, one carer, when 
asked whether she had manipulated the environment to support her husband, said 
‘no’. However, when walking around their home, it was evident that a number of 
adaptations had been put in place. Whether this is a product of the term 
‘environment’ meaning different things to different people, whether carers have 
accepted the presence of adaptations as an integral part of home, or whether carers 
lacked understanding or recall of the potential impact of their domestic 
environment, is yet to be answered. 
 
 
5.4 Limitations and reflections 
This is the first study to report how family co-resident carers of people with 
dementia perceive their home environment with a focus to examine closely a 
diverse sample of 13 family carers. The aim was not to describe the ‘average’ carer, 
but to look at different participants, how they live out their role as carers, and also 
the interplay between the carers and their changing (and partly changeable) 
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circumstances. As such, it was expected that the home situation would be different 
for each participants and thus some of the findings may not be representative of all 
family carers of people with dementia. Nonetheless, the value of the ‘escape room’ 
and the way that the meaning of home can radically change can be applicable to 
many carers and relevant to a large extent to Western societies. The findings may be 
useful to other types of carers supporting people with chronic conditions and/or 
physical disabilities but also families with disabled children.  
Another point to be discussed is that personal bias might have influenced the 
data analysis. Thematic synthesis and thematic analysis were used to analyse the 
included studies and participants’ interviews, respectively, which are both well-
recognised approaches. Although both approaches required the analyst to remain 
very close to the data in a systematic and transparent way, it is a highly personal 
and subjective task. It is likely that the formation of research questions and themes 
were influenced by the researcher’s professional background, a psychologist by 
background with some clinical experience supporting people with mental health 
problems and people with dementia before commencing her research. Also the 
researcher’s cultural background (Greek native speaker), gender and age, and 
advanced pregnancy during data collection may have created a ‘gap’ in the way 
participants’ experiences in relation to their environmental context were conveyed 
and the final themes. Another aspect to consider is whether the participants’ 
responses were influenced by the presence of the researcher and how the fact that 
they were part of the research influenced their opinion. The use of walking 
interviews and the researcher’s previous experience working with people with 
dementia may have helped close this gap. Finally, although this study was data 
driven, the design and analysis were influenced by the use of the walking 
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interviews, existing literature and theories, such as the ‘ecological theory of 
ageing’, the ‘place-identity theory’ and the ‘meaning of home’ theory, as explained 
in the section 5.2. 
 
5.5 Implications for practice, policy and future research 
The findings of this thesis can be valuable to people with dementia, their 
family carers, health and social care professionals, architects and designers, policy 
makers, housing developers, as well as researchers interested in environmental 
gerontology. 
 
Health and social care professionals 
Occupational therapists and social workers are pivotal in supporting carers 
and people with dementia at home because they recommend valuable adaptations 
and strategies. There are a number of strategies identified in this thesis to provide 
guidance and ideas of acceptable ways to promote a dementia- and caring- friendly 
home. When recommending an enabling environment, practitioners need to bear in 
mind carers’ and relatives’ needs, meanings, preferences and readiness as well as 
the stage of the disease and property characteristics in a holistic manner. As there is 
no universal solution, recommendations should be introduced within an 
individualised context that fit the person’s values, routines, abilities and habitual 
practices and in appropriate timing. It is also necessary to educate people with 
dementia and carers about the potential impact of their home environment in order 
to understand and accept the need for an adaptation and feel in control. Otherwise 
they might reject them.  
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Professional assessment and support also needs to be continuous and timely 
as a need arises in order to be satisfactory and acceptable to both the carer and the 
person with dementia. As dementia is a progressive condition, a technique that 
worked one week, may need to be adapted or not be working by a following month. 
A well-established long-term rapport between professionals and people with 
dementia and carers is essential in order to provide adequate and timely 
information, advice and follow-up. This perhaps becomes more complex and 
challenging for professionals when they have to address and balance any tensions 
between safety, independence, comfort, and privacy considering the needs and 
preferences of both the people with dementia and their residing carers. Designing 
negotiated joint realistic goals to address everyone’s needs, while causing the least 
disruption, is therefore recommended.  
Apart from a resource of support, carers are also co-clients of the formal 
care services, unprepared for the role and possibly elderly or may have given up 
their work and social life, and yet they offer daily assistance with one of the most 
challenging and unpredictable diseases. It is therefore paramount for formal 
services to prepare and educate carers about available environmental strategies, on 
the scope and use of adaptations and equipment in different levels and stages.  
Another interesting finding is the need for improvisations. This may indicate 
that current services do not meet carers’ needs, or carers may lack knowledge of 
available services or even have negative perceptions about formal services. Often 
carers do not ask for support in time and invite the professional too late after an 
accident or crisis has occurred or when they are too exhausted (Egset & Myklebust, 
2011; Lach & Chang, 2007; Montgomery & Borgatta, 1989). Unmet carers’ needs 
and insufficient formal support may impact on their ability to provide care for the 
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long term (Afram, Verbeek, Bleijlevens, & Hamers, 2015). Therefore, a critical 
challenge for the professionals is to identify carers’ needs early and reach out to 
them to offer expert advice and training around the illness progression, availability 
of services and interventions to ensure suitable and timely support is provided. By 
educating carers about the process and consequences of the disease trajectory, they 
will become aware of the difficulties and appropriate responses, because sometimes 
an unanticipated crisis may happen rapidly without time to consult professionals. 
Older people wish to remain in their home and community and the concept 
of ageing in place is supported by clinicians and UK policy for older people and 
housing (Sixsmith & Sixsmith, 2008; van der Roest et al., 2007; WHO, 2012). The 
notion of ageing in place refers to helping people to remain living at their own 
home and community safely and comfortably regardless of age, income, or ability 
level and it positively contributes to their well-being, independence and social 
participation (Sixsmith & Sixsmith, 2008). However disability and health risks 
suggest that some people may be better cared for in a more supportive environment. 
Conversely, relocating to alternative private accommodation may be more 
appropriate rather than ageing in place, as some people oppose moving to nursing 
facilities. Also, the emphasis on ageing in place does not always consider the 
carers’ perspective. It is crucial then to acknowledge the advantages and limitations 
between staying in place and relocating and offer sufficient professional support in 
both cases, thereby ensuring that both physical health and psychosocial needs not 
only of the person with dementia but also of the carer are met. As shown by the 
findings of this thesis, the meaning of places may change and carers may consider 
relocating to a more appropriate place. In one case, the carer (an adult daughter) 
decided to change her environment and moved in with her mother. In those cases, 
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support could be offered for carers who relocate in planning the relocation, paying 
attention both to strategies of settling into a new environment (attachment to or 
discarding of items) and the personal meaning of (new) home. Perhaps a more 
suitable framework to use in order to understand how people negotiate their spatial 
relationships and develop ageing-friendly communities could be to move beyond 
the principle of ‘ageing in place’ to the concept of ‘place making’ (Fang et al., 
2016; Johansson et al., 2013). For people staying in place, support could be given to 
create an escape room (if available) as an indoor hobbies room, or a space for 
mental break and respite, to enhance in-home quality of life for those carers who 
prefer indoors respite.  
 
Architects and designers 
The important architectural and design principles highlighted in this study 
can be of interest to architects, interior designers and future housing developers, 
tasked to design ageing and dementia friendly dwellings. They could be very 
influential when advising people how to build or retrofit their homes and have the 
challenge of understanding the potential role of the home environment in the 
dementia journey and incorporating the unique personal meanings and social-
cultural practices into their designs.  
When designing future accommodation, availability of natural light is 
important and hence the positioning of a dwelling and availability of large windows 
can have a great impact. Especially in the UK, due to weather conditions and 
climate, this is particularly crucial. Planners should also provide opportunities for 
privacy, temporary escape via positive distractions (views outside the windows, 
artwork), flexible use of space and incorporate permanent safety elements into 
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interior designing (e.g. flood or gas detectors). Recent reports on developing 
dementia friendly housing suggest that that future dwellings should be ‘future 
proofed’ and ‘care ready’ to support the needs of both the person with dementia and 
family members and address both safety and comfort until the end of life (Andrews 
& Molyneux, 2012; Pierce, Cahill, Grey, & Dyer, 2015).  
Although evidence suggests that environmental conditions and design are 
crucial for people’s health and wellbeing, it is doubtful that that the existing UK 
housing stock meets dementia-friendly standards. According to Pierce et al (2015) 
the majority of people with dementia may be living in unsuitable homes. In the face 
of the increasingly ageing population, architects and designers should build with old 
age in mind and address ageing needs when designing future housing or adapting 
existing dwellings. Therefore, it is advisable to have a holistic approach, taking into 
consideration the illness, the environment and the inhabitants. Housing developers 
need to understand the dynamic relationship between people and their homes and 
the need to live in flexible living spaces with home features to accommodate 
changes over a person’s lifetime at minimal cost and stress (Hawkins & Stewart, 
2002; Pierce et al., 2015). Universal design and lifetime homes are suggested by 
experts (Pierce et al., 2015) as two examples of housing concepts that provide a list 
of criteria on how to ensure accessible and sustainable housing for ageing 
population. 
  
Policy makers 
The importance of adequate housing and an immediate response to support 
housing needs of people with dementia and their carers deserves more attention 
from local policies. Currently, there are some guides and checklists on home 
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dementia-friendly design (Alzheimer’s Society, 2015; Dementia Services 
Development Centre, 2013; The King’s Fund, 2014; Thomas Pocklington Trust, 
2014), but no official set of guidelines and standards to assist housing developers 
and commissioners on how to ensure that future housing addresses the diverse 
needs of people with dementia and their families. Improving health through the 
home requires raising public and professional awareness and partnerships. The 
findings of this thesis offer evidence about crucial home elements and a number of 
environmental strategies to manage behavioural symptoms of dementia and ensure 
living well with dementia at home. Considering these aspects, future housing should 
focus on adaptability so that people with dementia and carers can enjoy a better 
quality of life. As it stands, housing provision is largely driven by the market and 
existing regulations and not person-centred. The timely assessment and support of 
people with dementia and their carers is paramount. 
In the absence of national standards on dementia-friendly dwellings, there is 
a need for dissemination of effective and acceptable interventions and governmental 
guidelines to enforce them in current strategies (e.g. National Dementia Strategy). 
This could involve raising awareness and educating authority staff, housing 
officers, commissioners, but also future health, social and allied health professionals 
and design professionals via undergraduate and postgraduate courses. The 
availability of resources (well trained staff, assistive technologies, equipment) needs 
to be given priority as a national and local preparation plan not only for people with 
dementia living alone in the community or with their families but also for the 
ageing population.  
Because housing underpins health and wellbeing, it is fundamental to the 
health and social care system and national economy, especially for an ageing 
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population (Housing and Ageing Summit, 2015). Previous research has indicated 
that modifications and compensatory strategies at home by community occupational 
therapists (Graff et al., 2008) and dementia-friendly home design are cost effective 
and could prevent hospital admissions and delay the need for admission to long-
term care that has detrimental effects on the person with dementia (Andrews & 
Molyneux, 2012; Pierce et al., 2015). Already in some Scandinavian municipalities, 
some assistive technologies (e.g. stove timers) are offered free of charge to support 
safety and ageing in place for people with dementia and their carers (Nygård, 2009). 
As Shaw (2004) argues, “investment in housing can be more than an investment in 
bricks and mortar: it can also form a foundation for the future health and wellbeing 
of the population” (p. 397). Based on these findings and evidence from previous 
research, local and national guidelines need reform to address dementia specific 
housing needs. 
 
Areas for future research 
Because research in the domestic environment is limited, there are a number 
of opportunities for further research. Further qualitative research is needed to test 
the findings of this thesis and highlight other possible environmental factors that 
contribute to enhancing the quality of life for carers. The primary research should 
be replicated using a different sample (geographical, demographical, etc) to bring 
more light into the important home features, strategies and reasons why people with 
dementia and carers choose to retrofit (or not) and ways to promote continuous 
formal services. Further research on a national scale may provide more insight into 
what type of accommodation and solutions are more suitable and preferable for 
people with different types of dementia (e.g. Alzheimer’s disease, vascular, fronto-
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temporal or early onset dementia). In addition, future studies utilising different 
methods should test the findings of this study. For example, a randomised 
controlled trial could examine the effectiveness of creating an escape room in 
increasing the quality of life for family carers as a respite intervention. Home and 
quality of life assessment tools could be used in tandem with qualitative data. For 
example, the Home Environmental Assessment Protocol (HEAP) developed by 
American practitioners (Gitlin et al., 2002), the Caregiver Quality of Life 
Questionnaire (CGQoL) developed by American researchers (Vickrey et al., 2009), 
and the Meaning of Home Questionnaire developed by German researchers 
(Oswald & Kaspar, 2012) could be used in future studies to deepen our 
understanding of the role of home environment in an objective way, without 
depending only on responders’ replies. 
Examination of elements, such as home enrichment and comfort, in addition 
to safety is also limited, as indicated in the systematic review (chapter 2). Further 
research is also needed to explore the meaning of home across heterogonous and 
cross-cultural samples, as home may mean different things to people in different 
cultures, cohorts, ethnic minorities and immigrants (Baltes, 1987). There are still 
questions that have not been addressed sufficiently in the current literature, such as 
‘At which point the meaning of home changes for carers? Are subjective 
perceptions around home stronger than objective aspects and how long do they 
preside? Are there any differences in the meaning of home between younger and 
older carers?’ In cases of relocation, ‘How do carers perceive the objective and 
subjective dimensions of the old and new home and what are their coping 
strategies?’ In addition, examining all the residents’ needs (both the person with 
dementia and their family carer) is recommended to understand whether there are 
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competing meanings and experiences, ways to reinforce the meaning of home for 
both, and ways to support the therapeutic unit (Hydén & Nilsson, 2013). Given that 
there has been a lot of attention in researching special care and residential units for 
people with dementia (where only the minority of people with dementia live), more 
research is ought to be focused in promoting dementia friendly private home 
designs. As Calkins (2018) reasonably enquires, ‘Why do just a small number of 
people living with dementia deserve to live in a place that feels more like home? 
Shouldn’t everyone?’ (p. S116). 
A future study with a longitudinal design could also look into what ‘home 
elements/features’ mean to residents and ask them to take photographs of the most 
important features of their home for them at different stages of the disease. In terms 
of methods, naturalistic methods, such as observation, ethnographic studies, and 
walking interviews are considered powerful to allow a ‘window’ into people’s lives 
and assist them to contextualise their lived experiences to reveal personal meanings. 
Photo elicitation, the use of photos taken by the research participants to generate 
discussions, is another technique to ease communication about the environment 
when walking interviews are not appropriate (Epstein, Stevens, & Mckeever, 2006; 
Harper, 2002). Technology can offer opportunities to expand naturalist methods. 
For instance, an application that scans the environment and depicts the layout of the 
dwelling could be used in tandem with walking interviews to add visual data to 
comprehend and analyse the domestic setting in depth. 
Because informal carers and healthcare professionals may hold different 
perspectives (Boger, Quraishi, Turcotte, & Dunal, 2013; Dröes et al., 2006; 
Wherton & Monk, 2008), further studies should involve the perspectives of 
different types of stakeholders (such as designers, architects, health and social care 
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personnel workers, and former carers). The findings of the systematic review 
revealed that there were very few qualitative studies including the perspectives of 
health and social care professionals and more professionals voices are needed to 
build further evidence. Clearly, future studies need to address environmental 
research by the synergy of multidisciplinary teams to capture the whole picture, 
close the gaps between research and clinical application, and contribute to 
meaningful clinical applications and appropriate housing design (Gitlin, Marx, 
Stanley, & Hodgson, 2015; Pierce et al., 2015). 
 
 
5.6 General conclusions 
Dementia is a public health priority. Strategies are needed to address the 
continuous management of dementia as it poses high demands on health and social 
care in addition to informal care delivery. Carers are invaluable for the person with 
dementia and their physical and emotional integrity needs to be safeguarded. The 
home environment is very important for people with dementia and family carers 
and should not be underestimated. The subjective meaning of the home is likely to 
change while the illness and their surroundings are changing. A home that was once 
perceived as a secure haven may be experienced as a sterile hospital scene and/or 
even a prison. Caring for a person with dementia at home can be a complex 
balancing act. Carers may face various tensions and the dilemma of whether they 
need to relocate to a more supportive residence or whether to redefine their existing 
living space into a more dementia- and caring-friendly environment.  
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An appropriate home environment and various environmental strategies can 
be very helpful in dementia care. However, dementia is a progressive illness, which 
manifests in different ways, and so makes it unpredictable to offer universal advice. 
Additionally, every household comes with unique features and unique challenges to 
tackle while the disease progresses. What is more, every carer and relationship is 
different with heterogeneous needs and expectations that might be changing over 
time. Thus personalised and ongoing assessment and tailor-made interventions are 
recommended.  
There are, however, particular home elements that considerably affect the 
care at home: condition, size, layout and accessibility, acoustics, temperature and 
familiarity. For example, homes without stairs, with an easy open plan flow and 
accessibility, with adequate light and windows to the outside, are generally regarded 
as helpful for most people with dementia and their carers. Apart from home 
features, a range of strategies, namely additive, transformative, subtractive and 
behavioural (chapter 2& 4), can be used to tackle daily safety challenges, promote 
autonomy and comfort at home. Creating an ‘escape’ room within their home may 
be an easy, cost-effective and preferred respite strategy for some carers.  
Another important conclusion is that family carers often adapt their home 
through trial and error, without the advice of experts. Educating carers on the 
dementia trajectory and available environmental interventions as well as providing 
continuous support and assessment of carers’ needs is key to ensuring that carers 
and people with dementia remain in place and are connected to the community. 
Potential barriers to implementing adaptations concern the carers’ scepticism over 
the use and need of such interventions, mistrust of practitioners, financial 
difficulties, property’s restrictions, and timing.  
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Providing an enabling environment for the person with dementia and a 
supportive space for the carer is only one dimension of providing holistic dementia 
care. Environmental manipulation is not a panacea but it is a simple and often 
inexpensive approach that can offer the opportunity for a person with dementia and 
carers to live in a safe and comfortable environment. Other strategies and formal 
(and informal) support are also needed to be in place in order to ensure that the 
people with dementia and their carers can remain in their homes for longer. Raising 
public and professional awareness over the impact of home environments is 
necessary to ensure people with dementia and their carers live well with dementia in 
a suitable home. 
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a b s t r a c t
The home remains the preferred site for ageing and care provision, yet its role and meaning for caregivers
remains under-studied. Thirteen co-resident family caregivers of people with dementia were inter-
viewed about the personal meaning of their home environment. Interviews were recorded, transcribed
and analysed using thematic analysis. The ﬁndings revealed that ‘home is everything’ for caregivers and
included twomajor themes, each with two sub-themes: 1. The different meanings of home: 1.1 home as a
secure haven, and 1.2 home looks like a hospital, feels like as a prison. 2. Perceived impact of home: to
move or not to move? 2.1 need for relocation, and 2.2 staying in place but redeﬁne the home environ-
ment. The ﬁndings provide insights into the meaning of home and ways it may change, and identify areas
for further exploration and also practical support for co-resident caregivers in their own homes.
© 2017 Elsevier Ltd. All rights reserved.
1. Introduction
Dementia is a public health priority affecting millions of people
globally (Prince et al., 2015). Although of great beneﬁt for patients
and society, caring for a person with dementia can often be at
considerable cost for the caregivesr, affecting their physical and
mental health, social interactions, ﬁnances, and quality of life
(WHO, 2012). In particular, cohabiting caregivers are likely to
experience depression and anxiety (Mahoney, Regan, Katona, &
Livingston, 2005), and feel stuck in their role (Landmark,
Aasgaard, & Fagerstrom, 2013), although they are considered to
provide protection against admission to a care facility (Banerjee
et al., 2003). Unlike formal or other family caregivers, co-resident
caregivers cannot ‘go home’ at the end of the shift or end of the
day (Mahoney et al., 2005).
Given the increasing rise of dementia and community care
policies that emphasise the need to support people at home and
ageing in place, studies have investigated the role of the home
environment in health and wellbeing (Vasunilashorn, Steinman,
Liebig, & Pynoos, 2012). Home is an important and meaningful
place for people of all ages and cultures, especially for older people,
as it is the primary setting for ageing. Home holds multiple psy-
chological meanings and values (Moore, 2000), promoting feelings
of safety, security, control, freedom, and providing shelter, refuge
and retreat for the self (Rubinstein, 1989; for a literature review see
Despr!es, 1991 and Mallett, 2004), linking our past experiences,
preserving and providing continuity of our self-identity
(Chaudhury & Rowles, 2005; Tanner, Tilse, & de Jonge, 2008).
Research has highlighted the importance of cultural, social and
political norms in conceptualising the notion of home (Moore,
2000; Seo, 2010) and its potential effect on ontological security,
health and wellbeing (Shaw, 2004). Home becomes the centre of
life for older people due to increased time spent indoors, estab-
lished social links and also due to health and mobility difﬁculties
(Chaudhury & Rowles, 2005; Dahlin-Ivanoff, Haak, F€ange, &
Iwarsson, 2007; Haak, Ivanoff, F€ange, Sixsmith, & Iwarsson, 2007;
Oswald & Wahl, 2004; Saunders, 1989; Swenson, 2010). Older
people are attached to their homes and more committed to
remaining in place. As Saunders (1989; p.183) has put it, “for the
young, the home is a point on housing career trajectory; for the old,
it is the end point of such a trajectory”. Especially for family care-
givers of people with dementia who spend a lot of time indoors, the
interior home space is signiﬁcant as their ‘primary restorative
context’ (Betrabet Gulwadi, 2009).
A number of researchers have developed approaches to the* Corresponding author.
E-mail address: Dia.Soilemezi@port.ac.uk (D. Soilemezi).
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